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FOREWORD

Many parents of handi capped children hel p each other, share exper-
i ences, joys, frustrations and provide inval uable support to each other.
There is a common bond between parents who have handi capped chil dren.
Yet many times parents are isolated fromneeting other parents for years
after they first receive the diagnosis that their child is handi capped.

How nmuch better it is when this neeting takes place right away!

This manual is witten for people interested in developing a Pilot Parent
Program  The uni queness of the Programis that it provides a systenatic
approach designed to enable parents to reach out and be available to
talk with other parents as soon as they learn that their child is handi-
capped. Parents who receive help at this tinme of enotional crisis tend
to make an earlier adjustnent to the reality of having a child with a

handi cap and an earlier acceptance of the child as a val uabl e individual.

The author of this manual is an expert, who, based on her own experience as
the parent of a nentally retarded child, had a dreamthat other parents
woul d not have to face the sane experiences she had. Fran Porter's ideas,
her insistence that our ARC provide nore meaningful and earlier help to
new parents, and her relentless work led to the establishnent of the

Pilot Parent Program of the Geater Omaha Association for Retarded Citi-
zens ( GOARC) .

From the begi nning, the Pilot Parent Programwas supported by profes-
sionals in GOARC. Dr. Wl f Wl fensberger, psychol ogist, was nost in-
strunental in working with Fran and me in the devel opnment of the con-
cepts and the design of the Program Frommy own experiences as a
caseworker, | was conmitted to the Program Many ot her professionals
fromvarious fields have also contributed their support to this parent-

centered, parent-operated Program
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How woul d | hope ny fell ow professionals would see this devel opnent? As
an adjunct. As the provision of sonething that they cannot provide —
t he understandi ng and knowl edge that conmes from raising a handi capped
child. Pilot parents are not professionals and do not replace the need
for professionals' involvenent with famlies. But working together,
pilot parents and professionals can be a powerful force in inproving

the lives of handicapped citizens, and the |ives of those who enable

themto grow and | earn, their parents.

Shirl ey Dean

Co- Founder and Co- Chairnman of
the Pilot Parent Program

COct ober, 1978



AUTHOR' S PREFACE

As the parent of a mentally retarded child, | know fromny own exper-

ience the need for a Pilot Parent Program

Qur son Dana was born in Novenber, 1961. Even though we suspected
"sonet hi ng was wrong" before we took himhome fromthe hospital, it took
two years of waiting, wondering, questioning, and agonizing before we were

finally informed by a doctor that he had Down's Syndrone.

For the next two years we lived with the fears and frustrati ons one
must endure when facing the unknown. One's whole |ife becomes unknown,
i nsecure because there were too many questions we couldn't begin to answer:
Wyul d Dana grow and devel op? Wuld he ever go to school? Could he ever hold
a job? And nost of all, that mysterious |abel stuck to himlike a mddle

name —Down's Syndrome. \What, we kept asking ourselves, is Down's Syndrone?

It is the tornent of these questions that isolates the parent of the
handi capped child. W felt isolated because we were certain that no one-
not nei ghbors, not relatives, not friends—ould really understand, could
enpat hi ze, with our feelings of anguish and hel pl essness. The fear and un-
certainty of not knowi ng what, if anything, we could do to hel p Dana becane

the center of our |ives.

In the summer of 1965, when Dana was nearly four, we finally nmet other
parents of children with Down's Syndrone. They not only answered our ques-
tions but told us of special services available for our son. For us, it was
the nmoment when our isolation ended, when we found that there were others
who coul d understand the doubt and worry and frustration we felt for our
son. For our family it was a new beginning: there were services available

for Dana; for ny husband and me, for the first tine, there was hope.
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We began to adjust finally to having a handicapped child in the famly.
We joined the Greater Onmaha Association for Retarded Citizens. W |earned
all that we could about nental retardation. After a tine | began to see how
much it had nmeant to ne to neet other parents of handicapped children. They
had brought our famly and ne out of that disastrous state of frustration
and hopel essness that can destroy a famly. They told us of ways to help
our son. But nobst of all, they showed us that having a handi capped child is

not the end, but a challenge to begin.

Fromthat realization came this idea: to help other "new parents" by
making it possible for themto contact experienced parents of handi capped
children as soon as they were inforned that their child was handi capped.
In the fall of 1970, with the help of co-founder Shirley Dean, the aid of
the Board of Directors of the G eater Oraha Association for Retarded Citi-
zens, who sponsored the program and the dedication of many parents of

handi capped children, the Pilot Parent Programwas formed.

Fran Porter Cct ober, 1978
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THE PI LOT PARENT PROGRAM

The Pilot Parent Programis one in which parents of handi capped
children help other parents who have recently learned that their child
has nental retardation, cerebral palsy, epilepsy, or autism The Pro-
granis nmain purpose is to provide supportive experienced parents to
pilot "new parents"* through the initial difficulties of accepting that
their child is handi capped, |earning about that handi cap, and finding

the proper services to aid their child in his or her devel opnent.

For nost parents of handi capped children, that initial period is
i ndeed an enotional crisis. Both parents feel guilty, angry with each
other, depressed, unable to explain why one of life's happiest events
has apparently been irreparably spoiled. Mthers of children born
handi capped frequently speak of a period of unshakeable gloom and self-
pity, in which it was a great effort for themto care for their children
Fat hers, always excluded somewhat fromthe interaction of nother and
child in infancy, edge farther away, unable to talk about the child they
are not sure they can accept. Relatives, who are usually so hel pful at
the time of childbirth, don't call because they don't quite know what to
say. The result, frequently, is that the parents are |left alone, caught

in avicious circle of anger, depression, and dishbelief. ne couple,

now pil ot parents, described their famly, in that early period, as "an

island with no contact with the outside world."

Parents who experience this "crisis of acceptance" can be helped in
a unique way by parents who have overcone the difficulty of accepting the
fact that their child is handi capped. The experienced parents offer
sonet hing that other support systems--friends, clergymen, physicians--

cannot provide: the fact that they are intimately famliar with the

*There appears to be no brief phrase that adequately describes those par-
ents who are referred to Pilot Parents because their child is newly
diagnosed or identified as handicapped. For the purpose of this
manual and the Pilot Parent Program they are termed "new parents" and

will be termed such, without quotation, throughout this manual.



enotions and real problens that having a handicapped child presents to

the new and often bew | dered parents.

3.4

Pilot parents are thenselves parents who have |earned to accept
their handi capped children. As pilot parents, they have no mmgi c answers
to inpart to troubled new parents. Wat they do inpart, however, is
acceptance and a willingness to talk about the problens and pl easures

of raising a handi capped child. They convey as well positive attitudes



toward their own child, who usually has a devel opnental disability
simlar to the child of the new parents. Odinarily, pilot parents are
matched to new famlies by the sinmlarity of the handi caps, as well as
simlarities in background; a new famly with an epileptic child, for
exanple, will usually have a pilot parent whose own child has epil epsy.
Thus the pilot parent can be a source of infornation to the new famly
about the particular handi cap, and about the |ocation of appropriate

services for the child.

New parents can be referred to the Pilot Parent Programthrough a
nunber of sources, and, as the Program grows and becones better known,
the sources becone nore varied. Famly physicians, obstetricians, and
nurses in obstetrics and pediatric hospital wards frequently alert par-
ents of newborn handi capped children to the existence of Pilot Parents.
Soci al service agencies, too, refer famlies to the Program as do new par-
ents thensel ves, who are often highly enthusiastic supporters of the

Pi |l ot Parent Program

The Pilot Parent Program contacts a new famly only when the assign-
nents conmttee chairperson learns that the famly is interested in talking
with a pilot parent. The Programdoes not solicit new parents, nor is it

forced on an unwilling famly

VWhen the chairperson learns by referral or a call froma new famly
that they would like to talk to a pilot parent, he or she initiates a

three stage process:

1. the chairperson gathers general and fam |y background infor-
mation fromthe new famly in order to match, as closely as

possible, that of the pilot parents who will visit them

2. the chairperson selects an appropriate pilot parent, who is
urged to make the initial tel ephone contact within twenty-

four hours;



3. when the pilot parent visits the new fanmly for the first
time, he or she gives the new fam |y panphl ets, brochures
and booklets that pertain to the child s handicap. These
are brief and easy to read and satisfy one of the new
fam|ly's nost urgent needs, information about their child's
handi cap, possible nmedical needs, and his needs for specia

servi ces.

After the initial meeting takes place, the relationships between
the pilot parents and the new parents will develop in a direction
largely set by the needs of the new parents. (Qccasionally a new fam
ily will want or need no nore than the initial nmeeting. Odinarily,

t hough, the relationship devel ops through frequent contacts spurred by
the insistent questions of the new parents, a good sign that they are
trying to deal with the child s real present and future needs. The pilot
parents assist the new parents through this crisis period by frequent
contacts, answering these questions, and encouraging themto participate
in social activities. Mst of all, though, they assist by being patient
and available friends who will listen and who will share their exper-

iences in coping with the same feelings and frustrations.

VWhat new families gain fromthe pilot parents is not so much an-
swers as much as attitudes and expectations. New parents of handi capped
children are apt to viewtheir child s handicap as a catastrophe, a per-
manent blight on their famly's future. |In their pilot parents, how
ever, they see people who have raised a child with a simlar handicap
and who take pride and feel joy in their child s achievenents. Pilot
parents denonstrate a particular kind of courage that new parents want
and need to see: the courage to accept the child as he is, the cour-
age to put away doubts and fears and to raise the child with |ove.
Finally, new parents have an opportunity to nmeet the pilot parents
handi capped child, who is frequently an older child with the sane
handi cappi ng condition as the child of the new parents. For many new

parents, this opportunity marks a decisive noment of attitude change.



One parent, recalling her neeting with her pilot parents' son Kevin,

felt an imedi ate change in her perspective of her son Chris:

"Just seeing Kevin, who, like Chris, has Down's Syndrone, was an
overwhel m ng experience for me. M whole view of Chris had been
negative, but seeing Kevin talk, run, and |ook at books, my whole
outl ook on Chris becane positive. Suddenly | becanme aware of what
Chris could do, and that shift in our attitude rmade all the dif-

ference for us."

The Pilot Parent Program has many ways to assist new parents. In
addition to facilitating the relationship with their pilot parents, the
Program encourages new parents to attend norning coffees, filns on var-

i ous handi caps including that of their own child, and growth groups.



These activities not only offer the new parents the opportunity to learn
nore about their child s handi cap, but also introduces themto other

fam|ies whose experiences nay be simlar to theirs. Many strong friend-
shi ps have devel oped out of the many social activities of the Pilot Par-

ent Program

As new parents become nore sure of themselves, they no longer require
the strong support necessary at the beginning. The pilot parents gradually
ease away, |eaving the new parents on their owmn. By this tinme—and it
m ght be six weeks, three nmonths or one year--the new parents have gained
know edge and understanding of their child s handicap, have nade arrange-
ments for appropriate comunity services, and are able to face the future

in a positive way.

The pilot parents thenselves nust first qualify for the program and
then undergo 18 hours of training. They nust learn the principle of nor-
mal i zation: that a handi capped person will learn and develop in optinma
fashion if he is treated normally and is included in those activities
appropriate to his age group. Pilot parents nust understand generally
the devel opnental disabilities, as well as the range of comunity ser-

vices for handi capped persons available in the community.

Pilot parenting can be tinme-consuning and therefore parents are
asked to nmake only a one-year commtnent. However, it is not conpul sory
to leave at the end of the year, and very few do. During this year
pilot parents attend nmonthly meetings for the purpose of keeping abreast
of new devel opnents in research, new programs in the comunity, and shar-

i ng experiences wth one another.



Pil ot parenting can be very demandi ng. However, the inner satisfac-

tion and the benefits the pilot parents receive fromtheir association
with the new parents is well worth the tine and effort. Not only do the
parents grow fromthe association with the program but the pilot par-
ents grow as well. One parent summed up her experience in the Pilot
Parent Programin these words: "I think every parent of a handi capped
child ought to have that kind of opportunity--to help other people

raise their child better, and to enrich ourselves from know ng peopl e
with experiences and feelings simlar to our own. And in the Pilot

Parent Program that is what we do..."



THE PH LOSOPHY OF THE PI LOT PARENT PROGRAM

The Pilot Parent Program is based on the philosophy that parents of
devel opnental |y disabled children experiencing crises can be hel ped by
parents who have nade an exenplary adjustnment to their own handi capped
child, and who have the capacity and willingness to help others by shar-
ing their experiences. These parents share, too, their belief that every
child is a valuable and devel oping person, who is entitled to develop to
his fullest potential in the mode of services that is least restrictive

in accordance with his individual needs.

Further, it is the philosophy of Pilot Parents to share their know
ledge with new parents so that no child will be institutionalized due to

| ack of awareness of services in the comunity.

In addition, the devel opnmental growth of parents participating as
pilot parents will produce a netanorphosis of attitudes, val ues, capa-
bilities, concerns, and involvenent creating a conmon bond that draws

closer the parents, their fanmlies, and the comunity.



ESTABLI SHI NG A PROGRAM

A Pilot Parent Program nay be established by any nunber of peopl e,
anywhere. A parent of a handi capped child, realizing the need for such a
programin his comunity nmay advocate for its devel opnent. The staff
nmenber of a service agency, aware of the value of the programto parents
of handi capped chil dren, nay advocate anong parents to organi ze a program

O perhaps a group of parents may band together to establish a program

Before actually recruiting parents to train to be pilot parents nuch
groundwor k nmust be done. Sone of the necessary steps in this preparation

include the follow ng inperatives:

.Read all materials available concerning the Pilot Parent Program
to ascertain whether or not such a programis suitable for their

comunity.

.Poll other parents of handi capped children to determ ne whether
or not they also feel there is a need for the program Wuld
they participate? Wuld they give tine and energy to it? In
what capacity?

«Acquire a sponsoring agency, if possible; consider an Associ a-
tion for Retarded Citizens, or the Epilepsy, Cerebral Palsy, or
Autism Associ ations. Such an agency, because of its visibility
to the public, its contact persons, and its know edge of funding
and publicity, can be extrenely helpful to a fledgling Pil ot

Par ent group.

.Informlocal l|eaders in the comunity, professionals, and inter-
ested citizens about the program and ask themto participate in

its devel opnent.

.Establish a steering comittee of parent |eaders and comunity

persons to plan the devel opnment of the program
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Starting a Pilot Parent Programthat is successful, visible, and
neets the needs of parents of handi capped children can seem like a huge
task. It did to the founders of Omaha's Pilot Parent Program Nevert he-
| ess, the need that parents feel for such a program gives great inpetus
to establishing it. The first step, and the hardest, is to decide. The

steps outlined above, which follow that decision, are nuch easier.
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THE STEERI NG COWM TTEE

To establish a Pilot Parent Programin your comrunity it is de-
sirable to have a steering conmittee to assist in its devel oprment,
rather than one person attenpting to acconplish the task alone. It
is essential that the majority of this comittee be volunteer parents

who assume responsibilities in areas such as the follow ng:

chai r per son
publicity
assi gnnent s
soci al events

secretary

R T o

educational materials.

The roles of the steering committee nmenbers are as foll ows:

Chai r per son: 1 Conduct all neetings.
2 Arrange for speakers for training sessions.
3. Arrange for mneeting roons.
4 Li ai son between sponsoring agency and conmittee.
5 ot ai n names of, and contact, prospective pil ot
parents.
6. Mai ntai n records regarding operation of the program

Publicity: 1. Arrange for all publicity for the program
2. Contact radio and tel evision stations.
3. Cont act newspapers, local and organizational news-
letters.
4, Arrange for parents to participate in all publicity.

Mai ntain records of all publicity used, nedia contact

persons, etc.
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Assi gnment s: 1. Receive all referrals.

2. Mat ch, select and contact pilot parent regarding re-
ferral.

3. Assist pilot parent with referral if necessary.

4. Mai ntain detailed records of referrals, assignnents,
and fol | ow up.

Soci al Events: 1. Wth assistance fromother pilot parents, arrange al
social events involving the pilot parents and those
for pilot parents and new parents, coffees, picnics,
parties, etc.

2. Mai ntain records of events, contributing organiza-
tions, costs, donors, etc

Secretary: 1. Record minutes of all nmeetings.

2. Mail mnutes to steering committee and pil ot par-
ents.
Answer correspondence

4. Mai ntai n m nutes of neetings, correspondence, etc.

Educat i onal

Materi al s: 1. Revi ew and select all reading materials, films, etc.,
used by the Pilot Parent Program

2. Mai ntain records of materials reviewd and used.

In some conmmunities, the conmittee may consist of only two or three
parents. In such cases each person woul d take charge of several areas of
responsibility. Naturally the nore persons on the conmittee the nore can
be acconplished, if the roles and responsibilities of each nmenber are suf-

ficiently clear.

The steering conmittee, as a whole, plans the training program
assisted by the additional nmenbers of the steering committee, who may be
professionals in the field, or perhaps interested citizens. Professionals,

such as doctors, mnisters, social service representatives, parent group
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|'iaison person, etc., may offer valuable assistance in the devel opnent
of the training for pilot parents and in the design of the Program

They may al so be a najor source of referrals to the Program I nterested
citizens may be a valuable source of information for the publicity cam
paign carried on by the coomittee. They, too, can contribute to the

Program s overall devel opnent.

A nore efficient program can be developed if parents and profes-
sionals work together as equals, with one goal in mnd: to assist the
parents of a newly identified handi capped child during a nost critical

time in their |ives.

Problems can arise in a Pilot Parent Program These may be per-
sonality conflicts, philosophical disagreenents with the sponsoring
agency, disagreenments with consultants to the Program differences be-
tween parents who did and those who did not receive early services for
their children, or conflicts between agencies that seek to use the Pil ot
Parent Programas an ally. To assist other Pilot Parent Program steer-
ing conmttees in resolving these potential problems. The follow ng
list of principles is included. These principles have been a very use-
ful guide for the resolution of conflicts in the Omha Pilot Parent

Program

PRI NCl PLES FOR THE OPERATI ON OF PILOT PARENT PROGRAMS

1. The common welfare of all the famlies of handi capped children should
cone first.

2. Personal growth of each pilot parent depends on unity.
3. The Pilot Parent Programis operated with a group purpose. There
is no authority other than the group as it expresses itself. Qur

| eaders are trusted servants; they do not govern.

4, The only requirenent for the services of Pilot Parents is a desire
to be helped with the acceptance of one's handi capped child.

5. Each group should be autononpus, except in matters affecting the
Pil ot Parent Program as a whol e.

6. Each group has one prinmary purpose--to assist other famlies with
handi capped chil dren.
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7. Every group of pilot parents nust be fully self-supporting.

8. \Where needed, progranms nmay have a staff person; the pilot parents
must remai n non- prof essi onal

9. The Pilot Parent Program may create steering or advisory comittees
directly responsible to the pilot parents, piloted parents, and
the sponsoring agent.

10. The Pilot Parent Program shall refrain from expressing an opinion
on outside issues. Thus, the name of the Pilot Parent Programw ||
not be drawn into public controversy.

11. The Pilot Parent Programhas a phil osophical foundation, ever renind-
ing us to place principles before personalities.

RECRUI TI NG PARENTS

Sel ecting parents is probably the npost inportant step in building
a successful program Being the parent of a handicapped child al one,
does not, by itself, qualify a person to be a pilot parent. It is, how

ever, a prerequisite.
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Nanmes of parents of handi capped children nmay be obtained from parent
groups, conmttee nenbers, friends, special educational schools, public
health nurses, local comunity-based services, and devel opnental centers,
etc. A letter introducing the Pilot Parent Program and inviting themto

beconme pilot parents should be sent to those parents recomended. (See

Appendi x 1.)

In recruiting future pilot parents, some qualities to look for are:

1. good personal and fanily adjustnent;

2. acceptance of their handicapped child, with realistic expecta-
tions for his or her future;
i nvol vemrent in services for their child;

4. acceptance of all handi capped persons (attitude);
willingness and ability to share their experiences with new
parents and interested persons;

6. will'ingness to |earn about other handicaps.

Further qualities desired are explained in the screening instrunent.

(See Appendix 2.) This tool nmay be used to determ ne the readi ness of

the prospective pilot parent to work in the Program Together or separ-
ately, at least two persons fromthe steering conmttee should interview
each set of parents. However, the use of the screening tool is optional,
and one may prefer to use his or her own judgenent or the reconmendation
of the local ARC or other Devel opnental Disabilities Agency. Basic infor-
mation is gathered pertaining to the parents when they apply to becone
pil ot parents. (See Appendix 3.) This information is retained for use
when matching Pilot Parents with new parents who are referred to the Pro-

gram

If at sone point after the screening interview, the interviewers
judge a couple not ready to take part in Pilot Parent training, they
should offer alternatives, not rejection. The parents can participate
in various alternatives to Pilot Parents such as nenbership in any vol -
untary organi zation that relates to their child s handicap, attendance
at various Pilot Parent social events and educational opportunities.
These activities can enable themto |earn about and adjust to their
child' s handi cap, and hence beconme ready to attend Pilot Parent train-

ing at sonme |ater date.
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A diversified group of parents is essential to a well-rounded pro-
gram One nmust consider and involve as much as possible fanmlies from
all social groups and economic levels, as well as parents from every

type of fanmily--two parents, single parent, divorced, foster and adoptive

Fathers are vital to the Program and whenever possible should be

encouraged to participate as pilot parents. Too often, fathers are over-
| ooked or allowed to stand apart from parenting groups, when in fact the
father's acceptance of, and positive relationship with, his child is a
maj or factor in the child s devel opnent. The father's active involve-
ment in the programbenefits the child directly, and, in the long run,

enhances the stability of the entire famly

Occasionally, there will be persons who conplete training who are
not, in fact, well-suited to be pilot parents. What to do? Actually,
nost parents who are not ready to be pilot parents screen thensel ves out
at sone stage in training. However, those who do stay to conplete train-
ing but who would not be good pilot parents ought to be able to be part
of the group and gain the benefit of the group's support and its sense of
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bel onging. It is probably for these benefits that such parents joined
the Program They shoul d, however, not be given pilot parenting assign-
ments, but should be encouraged to assist and contribute in other areas
of the Program such as social activities, review ng program nmateri al s,
etc. The Pilot Parent Program one should renenmber, is not an exclusive
group and strives to include persons of diverse abilities; the cost of
that flexibility is an occasional nenber who, though not active with new

parents, can still be part of the Programis active nmenbership.
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TRAI NI NG PI LOT PARENTS

As nentioned previously, being a parent of a handi capped child is a
prerequisite to becoming a pilot parent. |In addition, twelve to eighteen
hours of training over a four to six week period is recommended. By the
end of training, prospective pilot parents nust be aware of the responsi-
bilities and limtations of their role as pilot parents. They are not
therapi sts or counselors but rather friends, who give noral support, and
who share their know edge and experience with those who may need it.

They should be broadly famliar with the devel opnental disabilities, and
know edgeabl e about the prograns and services avail able to handi capped
persons. Finally, the pilot parents nust be able to voice their own
feelings about, and experiences with, their handi capped child, and to

project an attitude of acceptance toward the challenge of raising a

handi capped chil d.
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The topics discussed during the training are:

1. an orientation to the Pilot Parent Program

2. "Cy Sorrow, Cry Hope", a filmthat vividly denonstrates
pi |l ot parenting;
state, regional and |ocal comunity services;

4, devel opnental disabilities;

the concept of nornalization.

In addition to the above topics, the following "Tips for Pilot Par-
are discussed in detail throughout the training sessions. These
of fer guidance and techniques for pilot parents when they are working

new parents. (See also "Training Session 1:. Oientation,"p. 42.)
TIPS FOR PI LOT PARENTS

When you receive a referral, contact new parents within 24 hours if

possi bl e by phone.

When a person indicates they want to talk to another parent, they are
asking for help. They need that contact now, not a week from now.
Return their call as soon as possible, within 24 hours. |If there

is some difficulty, check the phone nunber or contact the coordinator
of the Program Be prepared for a long conversation. It is a great
relief for a new parent to talk to sonmeone who understands their feel-

i ngs and concerns.

Call the Pilot Parent chairperson or coordinator and et them know

the new parent has been reached.

If the pilot parents are busy, or for sone reason cannot reach the
fam |y, another pilot parent nmay be assigned. |f the fanily seens to
be having a difficult time, this is when the coordi nator or chairper-
son and the pil ot parent nmay deci de on what special services may be

needed.
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Tell the chairperson or coordinator "no" if you cannot accept the
referral
This will pernit the selection of another pilot parent who will con-

tact the famly imediately rather than waiting until you are able to.

Do not be afraid to ask for a change in pilot parent, if, after con-

tacting the new fanmly, you feel you cannot relate to them

It is better to change pilot parents than to fail to give the sup-

port needed due to a conflict of personalities.

Cccasionally two sets of pilot parents will be assigned

VWhen the new famly's child has multiple handicaps or a conpl ex one,
an inexperienced pilot parent whose child has simlar handi caps may
be coupled with a nore experienced pilot parent, even though their

child has a different handi cap.

Do not be critical or judgemental

Pil ot parents should not be critical or nake a judgenent of a famly's
home, furniture, housekeeping, or personal appearance. The only
thing to be concerned with is the famly's adjustnent to their child

and the obtaining of service for their child.

Do not give advice.

Pilot parents are not professionals. Do not give specific instruc-
tions; give several suggestions and |eave final decisions to the
parents.

Li sten to what the new parent has to say.

Al'l ow the new parents to express their feelings and ask questions.

Do not overwhelmthemw th your experiences, suggestions, and gen-

eral information. Let the new parents vent their enotions.
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Don't be too positive in your attitudes when a famly has just

| earned their child is handi capped

When talking to a new fam |y, be reassuring, but do not be too
ent husi astic about your child. It nmay be some tine before they
will be able to accept the thought that raising a handi capped child

has its pleasures and rewards.

Don't be too positive about specific services. Try to keep an open

m nd about the services.

If the pilot parent is too positive about a specific service the par-
ent may be made to feel they have nade a poor choice if theirs is not
the same. There may be unknown reasons why they cannot select the

sanme service as the pilot parent.

Be sure to relate to baby or child when visiting a famly

Hold and play with the child. If the child is obviously handi -
capped you may be the first to relate positively other than the

fam|ly.
Visit and take pictures with you.
When visiting new parents for the first time have a few pictures of

your child frombirth to the present with you. New parents are

anxious to see how other children with the sane handi cap | ook when

they are ol der.
Leave a book, preferably a hardbound one.

This is a good way to assure at |east two personal contacts with the

new famly. You nmust return to get the book
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Encourage parents to take pictures of their child.

An opportunity once |ost can never be regained. Regardless of what
they think their child looks |ike, encourage parents to take pic-

tures right frombirth.

Take new parents to the services if need be.

A new parent may need transportation to a service, or perhaps may
need noral support to get there. |If necessary, acconpany them rather

than have themni ss a appoi ntnent.

Be a crutch for your new famly.

A pilot parent can be a "crutch" for the new fanmly by offering the
support needed until they are able to cope with the situation.
However, care should be taken to prevent the famly's beconing

dependent .

Pilot parents help new fanmilies to make new friends.

Many times friends will stop associating with famlies when a child

i s diagnosed handi capped. Through the pilot parents and the Pil ot
Parent Program new friendshi ps can be devel oped.

There will be many contacts with the new fanmily in the beginning;
however, they should decrease as the fanily beconmes able to function
on their own.

Pil ot parents help new parents with new nmedical terms and vocabul ary.
Do not allow the new fanily to drain you.

If they have enotional problens, a new fanily can beconme too depen-

dent and demand too much fromyou. Discuss this with the chairman

and/or coordinator. It may be they need professional help.
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Conmit yourselves to Pilot Parents for one year.

Pil ot parenting can be very tinme consum ng; therefore, a commtnent
for only one year is asked. However, it is not conpulsory to |eave,
and you can renmain with the Programas long as you wi sh. One year

at a tine.

Physi ci ans' packets are available for pilot parents to give to their

per sonal doctors.

Chai rman or coordinator: Discuss contents of the packet and explain

whomto contact to obtain one.

Panphl ets are free of charge.

More of the panphlets contained in the packet for new parents are
obt ai nabl e from the chairman or coordinator. Al ways have a supply on

hand.

Don't worry about delay in obtaining referrals.

Pil ot parents are natched with new fanmlies. This occasionally re-
sults in sonme pilot parents receiving several referrals while others

have yet to be assigned one. Be patient. Your tine will cone.

Pilot parents are expected to attend nonthly meetings.

Mont hly neetings are held to continue education, keep abreast with
comunity services, and share experiences. These neetings should be
hel d on the sanme evening each nonth, perhaps the sane evening as the

trai ning sessions.

If you neet a new famly in the comunity, informthe chairman or

coor di nat or.

This is to assure that the parents are not contacted by several per-

sons fromthe Pilot Parent Program
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Following training, pilot parents neet nonthly to continue their education
in new comunity services and research. Mnthly neetings also afford the
opportunity for the pilot parents to conpare notes, share experiences, and

becone better acquainted with each other

The process of training pilot parents is dealt with nore conpletely in

Part |1, beginning on page 38.



REFERRALS

Initially, referrals to the Programwill come fromfriends, rela-
tives, local community-based services, and other parents of handi capped
children. As the Program becones better known and accepted, teachers,
hospital social services departments, nurses, public health nurses, and
private physicians will make referrals in addition to those sources

al ready nentioned.

Sel ect a specific tel ephone nunber for publication: choose either
the nunber of the sponsoring agency or that of one nenber of the committee

responsible for receiving the referral calls.

Through experience it has been found that the assignment committee
is nore efficient if conprised of two persons, preferably nenbers of

the steering conmttee.

When a referral is received, the same general infornmation is ob-
tained from the new parent that was obtained from the pilot parent.

This is used for matching. (See Appendi x 4.)

If the sponsoring agency receives the referral, it is forwarded
by phone to the assignnent committee. The assignnent comittee eval -
uates the referral and selects the nost appropriate pilot parents. The
pilot parents are then notified and given all pertinent information re-
garding the new parent. They then contact the new parent usually by
phone. It is the goal of the Pilot Parent Program that the new parent
be contacted by the pilot parent within 24 hours of the time that their

referral call is received

The person accepting the referral confirns that the new parents are
famliar with the Program and have indicated they wish to talk with a
pilot parent. No pilot parents are assigned if the parents are not aware
of the Program or have not indicated that they want to speak to a pilot

parent. No anonynous referrals are processed
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MATCHI NG

The pairing of new parents with pilot parents is acconplished
through the process of matching. Wen a referral is received the follow

ing information is obtained:

1. child s handicap (mental retardation, cerebral palsy, epilepsy,
autism etc.);

severity and cause of child s handicap;

age of the handi capped chil d;

marital status of parents;

age of parents;

famly structure (nunber in famly, ages of children);

N o oA W N

geographic area of residence.

The sanme information was obtained fromthe pilot parents at the tinme they

conmpl eted the application to becone menbers of the Program
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Ideally, families are matched fromthe above factors. Generally,
the nmore they have in comon, the easier it is for themto relate to
each other. It is not usually possible or even necessary to nmatch fam -
lies on all of the above factors. The factors can be used as guidelines
and are in priority order, with the type and severity of the child s handi -
cap being the nost inportant consideration. Occasionally, it is inpos-
sible to match fanilies based on the child s handicap. |If this is the
case, a pilot parent can, nevertheless, be very hel pful and supportive
to the new parent. \What the new parent needs, if a precise natch of
handi cap is not possible, is an understanding |istener capable of giv-

i ng gui dance and enotional support.

The assignnment conmmittee nust pay special attention to avoid the
mat chi ng of new parents of children who are not nentally retarded with
those whose children are nentally retarded, regardl ess of the secondary
handi cap. Parents of non-nentally retarded children, such as children
with cerebral palsy, at tines feel threatened that nmental retardation
is a possibility or perhaps a certainty, if they are paired with a parent

of a retarded child.

In rural communities or areas that do not have nmany pilot parents,
mat chi ng may not be possible. However, it is useful to have the process

avail able to be used as a guide in order to make the best possible match.

Cccasionally, a pilot parent nay not wish to accept the referral or
a pilot parent may feel unable to assist the famly. |In such a case,
another set of pilot parents nmay then be assigned. No one should feel

obligated to take a referral.

At tinmes it nmay be advisable to assign two sets of pilot parents to
a famly. Two sets of pilot parents nay be assigned if the multiple handi-
caps of the child would require the experience of nore than one set of
pilot parents, or if the pilot parent is inexperienced and needs the sup-
port of a nore experienced pilot parent. It is possible, too, that a spe-
cial consideration, such as the new parents' ethnic background, or their
connection to the Armed Forces, nmay |lead the assignment conmittee to as-

sign a second parent who m ght be especially conpatible with the new parents.
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SCCl AL EVENTS

Many tines, when parents are told their child is handi capped, they

feel confused, frustrated, and uncertain. As a result there is a tendency
to withdraw into thensel ves, away fromfanmly and friends. At the sane
time, friends, unfam liar wi th handi capped children and not know ng how
to respond to the child, may also withdraw fromthe fanily. Consequently,
social activities are regarded as a very inportant part of the Pilot Par-
ent Program for they enable new parents to come out of their isolation
into a relaxed atnosphere where people definitely will understand their

feelings about their child.

Social activities present the opportunity for new parents to neet
ot her parents of handi capped children, to make new friends, and to share
experiences. Social activities allow the new parent to observe (1) how
the handi capped child has been integrated into the family of the pilot
parent, (2) the acceptance of the handi capped person by the rest of the
famly, (3) the discipline enployed, and (4) the parents' expectations
of the handi capped child. Social activities allow all menbers of the
new famly to observe the experienced famly's situation, and give them
an opportunity to organize and evaluate their feelings about the handi -
capped nmenber of their fanmily, thus assisting the entire fanmly to adjust

enotional ly.

Sumer picnics, ice creamsocials, Christnmas parties and backyard
gatherings bring entire famlies together. Mrning coffees, weekly
films, and norning growth groups with guest speakers bring nothers and
young children together. Evening discussion groups, wth guest speakers,
films, etc., and "parent only" parties are good ways to include both par-
ents. Every effort nust be nmade to include fathers in the social activi-
ties. Generally, fathers have a nore difficult tine accepting their handi-
capped child, and pilot parent fathers give them soneone to talk to who

understands their feelings.
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Al though the steering comittee nenber assigned the social activi-

ties is responsible for the progranms, such activities are much nore suc-

cessful when many of the Pilot Parent group are involved in the planning.
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PUBLI G TY

An energetic, ongoing publicity canpaign is vital to the devel opnent
and growth of the Program The general public, parents of handi capped
persons, professionals, and service providers nust be made aware of the
exi stence of the Program It is essential that the entire steering com

mttee and all pilot parents participate in this area

Brochures describing the Program are an excellent neans of publiciz-
ing the Program Doctors' and dentists' offices, churches, and hospita
| ounges are excellent places to have them on hand. (See Appendi x 5.)
Posters and panphl ets displayed in public buildings, hospitals, mnedica
of fi ces, and businesses are another way of alerting the public to the
Pr ogr am (See Appendix 6.) The "Social Services" section of the Yellow
Pages will provide the nanes of nany agencies and groups who will post
Pilot Parent materials for their clientele. One should not forget to
alert the local "Wl conme Wagon" to the Programis existence, and supply
themwith materials. Mke sure, too, that the Pilot Parent Programis

listed in the Yell ow Pages.

Letters describing the Program and packets expl aining devel opnenta
disabilities should be sent to |ocal physicians and pastors. (See Appen-
dices 7 and 8.) The sane letters and packets may be sent or taken by
pil ot parents to the Obstetric and Pediatric Departnents of |ocal hos-
pitals. (See Appendix 9.) Wien pilot parents speak to the staff and
menbers of the |ocal devel opnental disabilities offices, brochures and
letters of introduction to the Program nmay be circulated. The |oca
school administration and PTAs should be included on the mailing list.
(See Appendix 7.)

Television and radio stations are required to devote a portion of
their programmng day to Public Service Announcenents. They are usually
quite receptive to Public Service Announcenents which reflect |oca
groups and their concerns, and hence can be very helpful in publicizing
the Pilot Parent Program particularly if the pilot parents thenselves
participate in making the contacts with the station personnel. Loca

radio and television talk shows are another possibility which can easily
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be overl ooked, but which are accessible to a Pilot Parent Program (See
Appendi x 10.) \When appearing on television talk shows, do take your
child with you, if appropriate. People are really interested in seeing
your child; you should check with tel evision personnel about the feasi-

bility of doing so.

Devel oping a slide filmpresentation describing the Programin pic-
tures and sound is an excellent nethod of explaining the Program fully

and dramatically to various public audiences. (See Appendix 11.)
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THE RCLE OF PROFESSI ONALS

Pr of essi onal consultants can be of real benefit to the Program
Many tinmes famlies have problens which are beyond the scope of the
Pilot Parent Program A consultant would be able to give professional
advice, or refer the pilot parent to the proper resource for services

needed by the new famly.

As the consultant will be a busy person, assisting the Pilot Parent
Program in a voluntary capacity, it mght be well to appoint a specific
person to be the contact person between the consultant and those pilot
parents needing this kind of assistance. A line of comunication will be

devel oped which may not be there if calls were made by nunerous persons.
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A local psychiatrist or psychol ogist, a physician, a social worker
in a local community program or perhaps a menber of the clergy—to name
a few—will often accept invitations to be consultants if asked. A nuch
broader role of contributing to the Programis devel opnent and its ongoing
operation is available to these sane professionals. They should renenber
however, that the primary forces behind the Pilot Parent Program are the
parents thenselves and that their ability to provide |eadership is the

rati onal e, the nethod, and the goal of the Program
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AGENCY SUPPORT

If the Pilot Parent Programis sponsored by a parent group or a
human servi ce agency or any established organi zation, support may be in

the form of:

1. secretarial duties—typing, duplicating, phoning, ordering read-
ing materials or publications, arranging for neeting facilities,
obtaining filnms, slides, projectors;

2. fi nances—the agency nay provide funds for postage, brochures,
panmphl ets and other reading materials, filmrental, etc.;
provi di ng speakers for the training sessions;

4. provi di ng nanmes of parents to becone pilot parents.

It is possible, however, to operate the Pilot Parent Programon an
entirely volunteer basis. Mny filnms, brochures, and panphlets are free
of charge. These are obtainable fromthe U S. Governnment Printer and
the various devel opmental disabilities agencies. Meeting space will fre-
quently be donated by banks, churches, libraries, and comunity organi za-
tions who have available space. Various mental health professionals are

often happy to address a Pilot Parent group if the subject is within their

area of know edge. Students will sonetimes donate their work on audi o/
vi sual presentations, brochures, etc., in exchange for experience and
credit. In short, the resources for an active programare available, if

you ask.
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COORDI NATOR

As the Program devel ops and grows, the time may cone when the vol un-
teers no longer are able to nmeet the increasing demands of operating the
Program To facilitate further gromh, the steering conmittee nay consider
hiring a coordinator. Wth the addition of a coordinator, the steering
comittee will be relieved of many of its duties, and take on an advisory

rol e.

The coordinator would carry out the directives of the steering com

mttee in coordinating activities in the follow ng areas:

1. publicity and public relations;
2. | ocating and screening prospective pilot parents;
3. conducting training sessions;
4. referrals and assignnents;
5. devel oping materials for dissemnation of information about
the Pilot Parent Programto other comunities;
6. devel op educational progranms for pilot parents and new parents.

The steering comrmittee, while relinquishing many of their responsibilities,
woul d continue to function in the areas of chairperson of the comittee,
secretary, and coordinator of social events. The remaining nenbers of

the conmittee assune chairpersonship of special events as they are planned.
The steering conmittee continues to assist the coordinator in planning

the future direction of the Program

It is a definite asset for both the coordinator and the Program if
the person hired for the position is the parent of a handi capped child.
I nst ances have arisen in Qraha when parents of handi capped children woul d
not talk to representatives of |ocal service agencies. They would, how
ever, speak with the Pilot Parent Coordi nator because she is a parent of

a handi capped chil d.
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FUNDI NG

The Pilot Parent Programis designed to be operated on a totally
volunteer basis with little or no funding. Wen the Programis sponsored
by a local parent group or organization, funding nmay consist of the costs
for stationary, postage, clerical help (typing, etc.), telephone, purchas-
i ng panphlets for which there may be a snall charge; and perhaps, reim
bursenent for transportation (for |lowincome pilot parents), cost of rent-
ing films, etc., and refreshments for training sessions. However, if a
coordinator is enployed, additional funds nust be obtained. |If the
sponsoring group is unable to provide these additional nonies, other

sources of funding nust be researched.

The Omaha Pilot Parent Program has received a grant from Devel op-
mental Disabilities, Ofice of Human Devel opment, Departnent of Health,
Education and Welfare Region VII, and also the Devel opmental Disibili-
ties Ofice for the State of Nebraska. Copies of these grant applications
are avail abl e upon request. Contact: Pilot Parent Program Coordi nator,
3212 Dodge Street, Omaha, Nebraska 68131, phone (402) 348-9220.

O her possi bl e sources of funding which may be explored are univer-
sity affiliates, private foundations, |ocal philanthropists, or United
Way funds. Human service agencies, devel opnental disabilities offices,
and ot her organi zati ons may be useful sources of information about funding

and grant sources.
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RECORD KEEPI NG

A Pilot Parent Program should maintain records of the devel opnent
and operation of the Program Fromthe files of each nmenmber of the
steering comittee, and especially the chairperson, the conmttee shoul d
be able to provide a detailed annual report to the pilot parents and to

the sponsoring agency.

The reasons for detailed record keeping are several. First, the com
mttee and the Program are accountable to its nenbership and the sponsoring
agency; records and data are hard evidence of what the Pilot Parent Pro-
gramis doing. Secondly, the ability to provide conplete records is an
i ndi cator of the Program s stability, and does help to establish credi-
bility with those professionals who offer services to parents of handi -
capped children. Thirdly, in the event that funding is desired, de-
tailed records of the program can nean the difference between full and
token funding. Finally, records can facilitate the daily operation of
the Pilot Parent Program \Whether finding a speaker on a certain subject,
a contact person at a particul ar agency, or nmeking pilot parenting assign-

ments, records are inval uabl e.

Begi n keeping records fromthe outset, at the first organizationa

nmeeting. (For exanples of records to be kept, see Appendix 12.)



—38-

PART 11: TRAIN NG PILOT PARENTS

| NTRCDUCTI ON

The materials and information contained in this part of the training
manual have been conpiled during six years of training pilot parents in
the Oraha area. They are offered here only as a guide. Although the
topics listed nmeet the needs in the Omha area, changes may be necessary
to neet the needs of other conmunities. (See Appendix 13 for sanple com

prehensive training schedul es.)
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PLANNI NG A TRAI NI NG SESSON

Pilot Parent training sessions and neetings demand nore care and
pl anni ng than a begi nning group m ght assune. The neetings should facili-
tate learning, for there is indeed much to learn. The neetings shoul d
be enotionally satisfying: those who attend should feel free to speak of
their hopes, fears, and anxieties, and it is inportant that the | ocation
structure, agenda, and timng of the session be snooth and apt enough to
pernit honest and personal expression. A huge auditorium in which people
sit in rows, for exanple, would hardly provide the intinacy or face-to-
face contact that could enable individuals to voice their feelings. A
different kind of obstacle would be the lack of an agenda: it is un-
likely that people will speak of their lives and their children if

there is no obvious tinme during the neeting when they know that ex-

pressing such natters is appropriate. In short, plan for a setting that

is relaxed and confortable, close but not oppressive, with an agenda that
is well-organized but not rigid. Plan, too, for a coffee break to allow

people to neet and talk in a nore personal way.
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Though it may seem overly detailed and specific, the follow ng check-
list is designed to insure that the training session or neeting is snooth
and purposeful, with no breakdowns, equipnent failures, or unforeseen

happeni ngs.

1. Decide on appropriate topics to be used in training. Choose appro-

priate educational materials. (See Appendix 14.)

2. Select night for training sessions. It is advisable to continue

nonthly nmeetings on this sane evening

3. Contact speakers for the training sessions.

4. Locate films and other materials pertinent to the topics selected

5. Prepare an outline of the training session and nmail it to all par-

ticipants.

6. Prepare agenda for each training session.

7. Prepare packets for pilot parents.

8. Prepare new parent packets.

9. Establish starting and ending tines of sessions, allowing for a

break time during neeting. Also allowtinme for visiting before

and after neeting.

10. Confirm speakers a day or two before sessions.

11. Call all participants on day of session to confirmtheir attendance.
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Furt her suggestions are:

1. Locate wall plugs and light controls.

2. Locate extension cords.

3. Locate adapter for wall plug.

4., Check film projector

5. Have extra take-up reel, check size for film show ng.

6. Check light bulb on projector and any other light bulbs that are
necessary.

7. Check or focus the film

8. Check filmfor breaks, etc.
Check slide projector.

10. Check operation of slide projector and focus.

11. Locate projection screen

12. Prepare an agenda.

13. Mail agenda to all participants.

14. Prepare the folders, panphlets, etc., for pilot parents.

15. Have an attendance sheet.

16. Have nane tags.

17. Coffee and refreshments.

18. Confirm speakers.

19. Have ashtrays, and select site where snoking is permtted.

20. Have sufficient seating (nake sure there are enough tables and
chairs)

21. Be sure soneone knows how to operate the projector.

22. Locate and obtain the filns.

23. (Obtain sound systemif needed.
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TRAI NI NG SESSI ON 1: ORI ENTATI ON

The purpose of the orientation is to explain:

1. the function of the Pilot Parent Program

the reason for its devel opnent;
the need for such a programin the area;

the commitment the parents make to the program

o s~ b

the benefits of being associated with the program

The chairperson wel cones everyone, then gives a brief famly history,
describing his or her child and the child s handi cap, and explaining his
or her fanmily's involvenent in the Pilot Parent Program Each person
present also gives a brief description of thenselves and their handi -
capped child, and why they are interested in Pilot Parents. The chair-

person then asks each person to answer the follow ng questions:

1. When was your child diagnosed as handi capped (what age)?

2. When did you first neet another parent of a handi capped child?

3. When did your child begin receiving services?

Wil e answering the three questions the parent shares with the group
his or her past experiences and feelings. |t nmay occasionally be neces-
sary for the session |eader to draw out the feelings and details of the
experiences of sone people. He or she nust do this tactfully and suppor-
tively. It is inportant that prospective pilot parents understand, and
be willing to verbalize, their feelings and experiences regarding their
handi capped child. Hence, he or she should be guided to give a reasonably
full account in answering the three questions. This sharing is very inpor-
tant for it enables the nmenbers of the group to becone better acquainted
with each other, and to understand and enpathize with each other's feel-
ings. Fromthis understanding devel ops a cohesiveness which continues to

grow as the training continues.
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After this mutual sharing of experiences has been conpleted, the
chairperson, or sone other appropriate person, should explain the history
of the Pilot Parent Program its goals and its nethods, and its rel evance

to the persons present.

After the coffee break, the trainees view the slide presentation
"Growi ng Together," which describes the Omha Program Follow ng the

slide presentation, the operation of the Pilot Parent Programis dis-

cussed:
1. where referrals come from
2. how they are processed;
3. the function of the steering committee and its relation to
the coordinator of the Program
4, br eakdown of Program tasks by committees;
5. the conmtnents parents nake to the Pilot Parent Program
6. the benefits of association with the Program

The following materials are then distributed and di scussed:

1. "Pilot Parents Defined" (See Appendix 15.)

2. "Quidelines for Pilot Parents" (See Appendix 16.)

3. "Tips for Pilot Parents" (see page 19), which may be dis-
cussed in full, or a few each evening, as tine allows.

4, "Principles for the Qperation of Pilot Parent Prograns"

(see page 13).

5. Packets for pilot parents; explain the contents and suggest

reading material .

After the chairperson has answered trainees' questions about the Pro-

gram the neeting adj ourns.
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TRAINI NG SESSI ON 2:  PI LOT PARENTI NG

The second training session utilizes two excellent filmpresenta-
tions to foster discussion about the process of pilot parenting. After
the chairperson has opened the neeting and those present have reintro-
duced thensel ves, he or she should nake sure that everyone has a copy
of "Tips for Pilot Parents," a list of suggestions fromthe experience
of Omaha pilot parents. The list is quite relevant to the discussion

of the fil ns.

"Cy Sorrow, Cvy Hope" (see Appendix 17) is a 55 mnute filmpor-

traying the frustrations and enotional difficulties of the Fisher famly
who suspect their child Billy is nentally retarded, and finally have the
child evaluated. The filmvery graphically denonstrates a pilot parent

in action and what the Programis attenpting to acconplish, in the person
of former U S. Attorney General Ransey Cl ark, who has a retarded daughter
The information and support he gives to M. Fisher is an excellent exanple

of pilot parenting.

The film"Cry Sorrow, Cry Hope" depicts the inpact of one particular
handi cap—ent al retardati on—dpon the Fisher fanmily. However, the ini-
tial feelings of loss, anger, and guilt are conmmon to parents of children
with all handi caps. Thus, the film adequately neets the needs of denon-

strating what a pilot parent does.

"A Psychiatrist's Viewof Pilot Parents" (see Appendix 17) is a

15 minute filmby Dr. Frank Menol asci no, psychiatrist, and associate
director of Nebraska Psychiatric Institute of the University of Nebraska
Medi cal Center. Dr. Menolascino (1) gives his interpretation of the
film (2) expresses his feelings about the Pilot Parent Program and (3)
remar ks upon the future of programs like Pilot Parents in supporting par-

ents of handi capped children.
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After coffee break, the group should discuss the films and shoul d

focus in particular on the question, "How does a pilot parent enable new
parents to accept their child s handicap?" The filnms, of course, point
to some ways in which parents achi eve acceptance. Those present shoul d

not, however, overlook their own personal experiences in trying to answer

this difficult question
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TRAI NI NG SESSI ON 3:  NORMALI ZATI ON

The purpose of the third training session is to fanmliarize parents
with an inportant concept fornulated with the advent of conmunity-based

service systens for handi capped persons.

OB KNUTIEY
MR FREEMAN
MRS JUVENAL

“"Normalization" is a philosophy for the treatnment of handi capped

i ndi vi dual s which respects them as grow ng persons; includes themin the
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normal activities of home and community life; and enables themto |earn
anmong their peers those skills and behaviors that best guarantee their

acceptance in fanmly and comunity. Normalization focuses on the handi -
capped person's skills, rather than on his handicap. Hence, it fosters
attitudes and behavior that |lead parents to insist that handi capped per-

sons be included in the normal activities appropriate to their age group.

An understanding of this concept can make parents quite sophisti-
cated nonitors of prograns they may choose for their children. In addi-
tion, the concept can nmake parents nmore aware of the inportant effect
their own attitudes have on their child s developnment. (See Appendi x

18 for nore detailed explanation of the concept.)
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TRAI NI NG SESSI ON 4:  DEVELOPMENTAL DI SABI LI TI ES

It is inmportant that pilot parents are faniliar with each of the de-
vel opnental disabilities. Two of the remaining three training sessions
are devoted to these handi caps, which include nental retardation, cerebra
pal sy, epilepsy, and autism Filns and slide presentations are avail able

whi ch present good introductory overviews of each disability.

For these training sessions, it is inportant that the sessions be
led by a person qualified to speak know edgeably on these subjects. Most
likely this person will be a physician, psychiatrist, or specialist in
one or several of these areas. Each speaker should explain (1) the known
causes of the handicap they represent, (2) the effects of the disability
on the person, (3) the possible effects of the handicap on the famly,

(4) current research, (5) services available in the comunity and how to
obtain them and (6) their agency and its services, purpose, and goals.

The session ends with a question and answer peri od.
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TRAI NI NG SESSION 5:  SERVI CE PROVI DERS

To be effective, pilot parents nmust also be aware of the services
provided in the community. This session is devoted to those in the
community who provide services for the handicapped. Directing new par-
ents to the services is a mgjor function of the Program Representa-
tives of the local agencies discuss their services, who is eligible to
receive their services, and how to obtain them Many of the presenters
may have filnms or slide presentations describing their programs, and
should have, as well, panmphlets and witten materials to enable pil ot
parents to understand the special services offered by each agency.

The session closes with a question and answer period.
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TRAI NI NG SESSI ON 6:  GRADUATI ON

On conpletion of the training sessions, a graduation party may be
held to honor the new pilot parents. Certificates are awarded to all
those parents who attend three or nore training sessions, who now becone

full-fledged pilot parents. They also receive the packet containing

panphl ets and other nmaterials to give to new parents.

The party offers an excellent opportunity for the participants to
deepen their acquaintance with others present for the training. Mich of
the satisfaction of menbership in Pilot Parents is the bond that devel ops
bet ween parents, which is maintained through the many social events. The
graduation party is indeed one of those events, and care should be taken

that the atnosphere is appropriately festive. The Qmaha Pil ot Parent
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Program has usually had a potluck supper or a wine and cheese party as
the occasion on which graduation certificates are presented. As the

Program grows and the nunber of pilot parents increases, the party also
offers an opportunity for the active pilot parents to beconme acquainted

with the newy trained pilot parents.

Qccasional ly students in special education, student nurses, coun-
selors and other interested persons will attend the training. However,
certificates are awarded to the new pilot parents only, the parents of
handi capped chil dren. (Certificate is reproduced in Appendix 19.)
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| NVI TATI ON TO PROSPECTI VE Appendix 1

PI LOT PARENTS

Dear

The Pilot Parents of GOARC are planning a new training session beginning in
October. Your nane has been recommended to us for screening to be a pilot
parent. Therefore, we would like to invite you to join us in our efforts to
assi st other parents whose children have been diagnosed nentally retarded or
as having epilepsy, autism or cerebral palsy to adjust to their problenms of
havi ng a handi capped nmenber in their fanily

Each year we plan to expand the nunber of parents in the Pilot Parent Program

SO we can continue to provide assistance for the expandi ng nunber of parents

who contact us. W are |ooking for parents who have a good adjustnent to their
handi capped fam |y nenmber and may now be interested in helping other famlies
who need their help. Brochures are included to explain the Pilot Parent Program

The screening process consists of interviews with the Coordinator and a pil ot
parent. W would like to invite you and/or your spouse to nake an appoi nt ment
for this interview Patty Smith, Coordinator of the Program w |l be contact-

ing you for this purpose.

W are setting up a training programof six sessions from Cctober 3 through
Novenmber 14, 1977 at 7:30 p.m at the GOARC Ofice. W neet on the third
Monday of each nonth for our Pilot Parent regular nonthly neeting. The regu-
lar monthly nmeeting schedul ed for Novermber 21 will be a Wne and Cheese Party
for all. These neetings are a conbinati on of education, socialization and
the sharing of experiences we have encountered in hel ping new parents. W
are asking for your commitnent of one year after training.

We are anxious to nmeet you. In the nmeantime we would |like to have you fill
out the enclosed application and send it to the GOARC Office if you are in-

t er est ed.

Thank you for considering this Program and we hope that you will join us.

Sincerely,

Fran Porter Shirley Dean
Co-Chairperson Co-Chairperson

Pilot Parent Program Pilot Parent Program
FP:job

Enclosures



54—

Appendix 2

Pl LOT PARENT SCREEN NG
| NTERVI EW

Explain the following to prospective pilot parents:

Purpose of Pilot Parents.

Screeni ng process.

Trai ni ng sessions.

Work with new parents, including contact within one day.

Mont hly neeti ngs.

oo r w N e

One year comitnent.

I nterview Questions:

1. Tell me about your handi capped child.

2. What were your feelings when you found out your child was handi capped?

3. How has havi ng a handi capped child affected your famly?

4. What does the future hold for your child when he grows up?

5. Do you think you can be involved with other people w thout having it
hurt you?

6. Are you involved in any parent group or voluntary association?

7. Do you feel you have tinme to be involved in Pilot Parents?

8. Why woul d you like to be a pilot parent?

| nt ervi ew Checkl i st:

1. Conpl ete the checklist based on the prospective pilot parents'
answers to the interview questions.
2. If there were two interviews, checklists are to be conpared and

responses reconciled between the interviewers.

3. Checklist includes a determi nation of acceptance to becone pil ot
parents.
4, Regardl ess of determination, checklists are to be kept and filed

Notification of Qutcone of Screening Process:

The Pilot Parent Coordinator notifies the prospective pilot parents of

the results of the screening process.
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Appendix 2

QUALITTES/ABILITIES YES NO

Ability to cope with other people's problems.

Willing to become personally involved with other
people's problems.

Can cope with other people's problems without
being hurt by them.

Can handle confidential information without the
need to discuss with other people.

Ability to communicate.

Express selves adequately.
Are good listeners.

Maturity.

Able to accept rejection by others without being
personally offended.

Can work without a lot of praise or recognition.

Willing to give to others without expectation of returms.

Time.

Have time to be involved in Pilot Parents (based
on the judgement of the prospective parents).

Comments and Recommendations:

Parents should be accepted to become pilot parents. (Yes
rating in all of the above areas.)

If not recommended for acceptance into Pilot Parents, what other areas
were discussed (in Pilot Parents, voluntary associaton or services):



56~

Appendix 2

PILOT PARENT SCREENING INTERVIEW CHECKLIST

Name of Prospective Pilot Parents:

Interviewer: Pate:

For each quality/ability, check yes if parents seem to have reached the de-
scribed level; check no if not.

QUALITIES/ABILITIES YES NO

Acceptance of handicapped child.

View handicapped child as a valuable person.

Accept child's strengths and weaknesses and have ex-
pectations which seem realistic for the child.

Believe child can learn and view learning opportuni-
ties as important.

Participate actively in services provided to own child
(are seeking or have obtained services, participate
in and monitor services and advocate for change as
needed).

Have successfully worked through any anger regarding
child being handicapped and professionals involved,

Acceptance of other people who have handicaps.

Accept other people who have handicaps.

View all people as valuable.

Interested in helping other people.

Believe handicapped people have rights, including
the right to live in the community.

Ability to provide support to other parents.

Willing to share own experiences.

Concerned about other people.

Not judgemental of other people.

Would view role as supporting other people in their
decisions, not assuming a decision-making role.

Are coping with own family problems well.

Can identify other people's feelings.
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Appendix 3
Date
APPLICATION FGR PILOT PARENTS
I. FAMILY INFORMATION
Your Name Age
Address Phone
Number Street City
Education Occupation
Place of Employment
Interests/Hobbies
Your marital status? _ Separated  Married _  Divorced _ Widowed
____ Single
Spouse's Name Age
Education Occupation
Place of Employment
Interest/Hobbies
Religion
How would you rate your family's income? Low Income ___Low Average
___Average Income _ High Average _ High Income
Name of Each Child Birthdate Sex

I1I. INFORMATION REGARDING HANDICAPPED CHILD

Name of your handicapped child

Was handicap known from birth? Yes No
If not, since when?

What was the cause of handicap?

What is the degree of impairment?
___Mild ___ Severe
Moderate __ Unknown
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Appendix 3
Does your child have any other handicaps? _  Yes ___No
If yes, what are they?
Does this child live at home? Yes No

If not, where?

Please list the programs in which this child has participated (starting with

this current program).

NAME OF PROGRAM DATES OF PARTICIPATION

IIT. PARENTAL EVALUATION

Do you believe that you and your family have made a good adjustment to your

handicapped child?

What are your ideas about services for the handicapped in general, and for

your child especially?

IV. FACTORS INFLUENCING YOUR DESIRE TO BE A PILOT PARENT

Would you be available to meet with other pilot parents periodically?
Yes No

Would your spouse be available to visit new parents with you during the

day? Day ___Evening

Would you have your own transportation? _ Yes No

Would reimbursement for transportation be a requirement in order for you

to participate? Yes No
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Appendix 4

Date

Name of Pilot Parents

Date Assigned
I. FAMILY INFORMATION

Your Name Age

Address Phone

Number Street City Zip

Education Occupation

Place of Employment

Interests/Hobbies

Your marital status? Separated @~ Married  Divorced _  Widowed
____ Single

Spouse's Name Age

Last First

Education Occupation

Place of Employment

Interest/Hobbies

Religion

How would you rate your family's income?  Low Income ___Low Average
Average Income High Average  High Income

Name of Each Child Birthdate Sex

II. INFORMATION REGARDING HANDICAPPED CHILD

Name of your handicapped child

Was handicap known from birth?  Yes No
If not, since when?

What was the cause of handicap?

If mentally retarded, what is the functioning level of this child?
____Borderline ___Moderately ____Profoundly retarded
~_Mildly retarded ___Severely retarded ____Unknown



PILOT PARENTS believe that
offering emotional support and
factual mformation about a child’s
handicap enables parcnts to view.ina
positive manner. their child’s ability
to grow, learm. and develop to his

fullest potential.

P
"'.‘..4 YA SR LM

PILOT PARLNTS offer . ..

omotional support and
understanding:

Slactwal information about
developmental disabilitios:

Slactuadl o informuation about
medical  services, cducational
programs. and suppaortive
GEONCIS!

ntroduction ta helplul persons
and  groups that share  their

mterests d convern.

The PUHOT PARINT PROGRAM serves
parents ot ol claldren wol developmental

disabilities.

PILOT PARENT PROGRAM
3212 Dodge Street
Omaha. Nebraska 68131
(402) 3489220

A Proctam sponsored By othe

Crreater Omaha Association tor Retarded Clizens

Parents of Handicapped Children

HELPING

Parents of Handicapped Children
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The PILOT PARENT PROGRAM is
program in which puarents of
handicapped  chiddren help parents
who luve recenthy learned that their
child has mental retardation. cerebral
palsy. epilepsy. or autism.

PILOT PARENTS have had the
expericnce of learning their child s

handicapped. They have asked many
of the same questions that “ew
parents” ask.

PILOT PARENTS have learned.
through their personal  experiences.,
that raising a handicapped child can
be rewarding.

PILOT PARENTS have taken training

to enable them to assist and guide

b

“*‘mew parents’” of handicapped

children.

I vou have o handicapped child and
would like to talk to another parent.
please call. A PILOT PARENT with
similiar experience and  background

will contact vou,

Parents of Handicapped Children
HELPING
Parents of Hendicapped Children

If you know of someone who could
benefit from talking to a parent.
please call. PILOT PARENTS are
available to assist “new parents” in
person or by telephone. They are also
available to visit with other family
members.

“The Pidot Parent Program hos Gifled o iecmendous
void in our Tives. Qure son had every prolessional
available 10 meet his needs. We as purents hud
nothing., Pilot Parenis provided us with an
opportunity 1o meet and talk with other parents
who knew und understood all our feclings both
good and bad. and could relate 1o our hopes tor
him™.

Janic Grinme Pifor Parent

“After we lewned our hild was hundicapped we
lelt alone und isolated. The most imporan thing
our Pilot Parents did Tor us was to share their
experience and allow us o express our feelings
with people who could understund what we were
going through™,

Mary Jo Shmpson New Parenr

“From my exposure [v the Pilol Pavent Program, |

have consistenily Tound 3t 10 be o most mnovalive

and effective uid 1o pavents o handicapped
childeen™.

Frank J. Mencolascino, ALD.

Past President of the National

Associetion for Returded Cliizens

“As o lather of a multi-hundicapped son. |osee a
definite need for a hushand’s active mvolvement in
Pilot Parents. It is olten the hushband who is
withdrawn and does not associate with his child or
aid in oblaining services {or him. Another futher
can offer the “new father” the emotional support
and assistance he needs in this iime ol crisis™,

Larvy Heerenr Pilot Paremnt

*Pilot Parents gives us the continuing opportunity
to share our expenience with oiliers. and help
make the thought of raising o handicapped child
less threatening”.

June Upton  Pilor Parent

“The Pilot Parent Program is by lar une of the best

run and most effective operations of its kind in the
Nation”.

Robert Perske

President’s Conunittee

on Memal Retardation

¢ x1puaddy

_‘[9_



If your child is handicapped, he needs all the

help he can get.

Appendix 6

You, the parent, can help him the most by

e Having positive attitudes about him and his
abilities;

« Knowing what services he may need, and
where to obtain them;
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* Knowing how to help him learn at every
opportunity.

The handicapped child can overcome, if you
teach him how.

=

For more information call: Pllot Pare“t Program
Greater Omaha Association for Retarded Citizens
3212 Dodge Street
Omaha, Nebraska 68131

348-9220
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I NI TI AL | NTRODUCTORY LETTER Appendix 7
TO PHYSI CI ANS

Dear Physi ci an:

Allow us to introduce ourselves. W are the Pilot Parents of the Geater
Omaha Association for Retarded Citizens. This neans we are parents of
handi capped children who have had sone neasure of success in handling
this problemin our own famlies. Because of our experience with this
probl em we have sone understanding of what parents go through when they
first learn that their child is handi capped. For this reason we want to
be available to parents who struggle with this sanme problem

W have undergone a period of training. However, we are not therapists
nor counselors and are not interested in formal referrals. W only ask
that you pass out the attached brochures to parents who nmay be inter-
ested in friendly visits with another parent of a handi capped child.
Feel free to place these brochures in your reception area.

If you would like further information or nore brochures, please call
the GOARC Office, 348-9220.

W have | earned how valuable it is to talk with other parents of the
handi capped who have befriended us. W want to be helpful friends to
any of your parents in sinmlar circunstances who would seek us out.

Sincerely,

Fran Porter Shirley Dean
Co-Founder Co-Founder

Pilot Parent Program Pilot Parent Program

FP:job
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I'NI TI AL | NTRODUCTORY LETTER Appendix 7
TO SCHOOL OFFI CI ALS

Dear PTA President:

Allow us to introduce ourselves. W are the Pilot Parents. This neans
that we are the parents of handi capped children who have had sonme neasure
of success in handling this problemin our own families. Because of our
experience with this problem we have sone understandi ng of what parents
go through when they first learn that their child is nmentally retarded,
epileptic, cerebral palsied or nulti-handi capped. For this reason we are
avail able to parents who struggle with these sanme probl ens.

We have undergone a period of training. However, we are neither thera-
pi sts nor counselors; we are parent hel pers. W provide enotional sup-
port, factual information, and direction to services for these fanilies.

Encl osed is our brochure explaining the program W have a group of
parents who are willing to speak before any parent group. They wl|
descri be our program and share their experiences in regard to the

pi | ot parenting.

Pl ease contact our Coordinator, Patty Smith, at the GOARC Ofi ce,
348-9220, to make programplans. She is available to assist you
in any way regarding the Pilot Parent Program

Sincerely,

Fran Porter Shirley Dean
Co-Founder Co-Founder

Pilot Parent Program Pilot Parent Program
FP:job

Enclosure
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INI TI AL | NTRODUCTORY LETTER Appendix 7
TO CLERGYMEN

Dear Pastor:

Allow us to introduce ourselves. W are the Pilot Parents. This
nmeans we are parents of handi capped children who have had sonme neasure
of success in handling this problemin our own famlies. Because of
our experience with this problemwe have sone understandi ng of what
parents go through when they first learn that their child is nmentally
retarded, cerebral palsied, epileptic, autistic, or nulti-handi capped.
For this reason we want to be available to parents who struggle with

t hese sane probl ens.

We have undergone a period of training. However, we are not thera-
pi sts nor counselors. W are parent helpers. W only ask that you
pass out the attached brochures to parents who nay be interested in
friendly visits with another parent of a handi capped child. Feel
free to place these brochures in your reception area.

If you would like further information, please call our coordinator
Patty Snmith at the GOARC OFfice, 348-9220 (her business card is also
encl osed). Also, our parents are available to speak to groups about
the Pilot Parent Program

W have |earned how valuable it is to talk with other parents of the
handi capped who have befriended us. W want to be helpful to any of
your parents in simlar circunstances who woul d seek us out.

Sincerely,

Fran Porter Shirley Dean
Co-Founder Co~Founder
FP:job

Enclosures
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SECOND LETTER TO PHYSI CI ANS Appendix 7
W TH SUPPORT OF SERVI CE AGENCY

Dear Doct or:

At the suggestion of, and with the approval of, the Executive Board of
Directors of the OQmha Medical Society, the parents of the Greater Omaha
Association for Retarded Ctizens and the professionals of ENCOR are tak-
ing this neans of announcing the devel opnment of an informational packet

on nmental retardation, including panphlets on specific causes and probl ens.

This packet, in a formsuitable for filing, is being offered free of charge,
to all nenbers of the nmedical profession in the greater Omha area. It is
our sincere hope that each of you will find its contents useful and will

distribute the appropriate panphlets to parents when you informthemtheir
child has been diagnosed nental ly retarded.

Encl osed is a card for your convenience. |If you wish to receive one of
the packets for your files, please return the enclosed card with your
name and address.

Sincerely,

Gary Taylor Kevin Casey
President Executive Director
GOARC ENCOR

This packet includes the following materials:
SIBLINGS OF THE RETARDED
NEEDS OF PARENTS OF MENTALLY RETARDED CHILDREN
THE PARENTS OF RETARDED CHILDREN SPEAK FGR THEMSELVES
FLYER ON BOOK ENTITLED "NEW DIRECTIONS"

Information Pamphlets on:

ENCOR DEVELOPMENTAL DBISABILITIES

GOARC TOY LENDING LIBRARY

MCRI NARC PUBLICATION LIST

PILOT PARENTS INTO THE LIGHT OF LEARNING

NARC TOILET TRAINING YOUR RETARDED CHILD
JG:job

Enclosure
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THIRD LETTER TO PHYSI Cl ANS Appendix 7
W TH UPDATED PAMPHLET PACKET

Dear Doctor:

At the suggestion of, and encouragenent of many of the agencies
wi th whom Pil ot Parents are associated, we are taking this oppor-
tunity to announce an update offering of an information packet on
devel opnmental disabilities, including panphlets on the specific
disabilities.

This packet, in a formsuitable for filing, is being offered free
of charge, to all nenbers of the nmedical profession in the Geater
Omaha area. It is our sincere hope that each of you will find its
contents useful and will distribute the appropriate panphlets to
parents when you informthemtheir child has been di agnosed devel -
opnental |y disabl ed

Encl osed is a Pilot Parent business card. |If you wish to receive
one of the packets for your files, please return the enclosed
postcard wi th your nane and address.

Sincerely,

John Glynn Patty Smith
Executive Director Pilot Parent Program
GOARC GOARC

JG: job

Enclosure
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Appendix 8
PAMPHLET CONTENTS OF PHYSI Cl ANS PACKETS:

CONTENTS OF PHYSI Cl ANS PACKETS:

Servi ce Providers:

Pil ot Parent Program

Greater Oraha Association for Retarded Citizens (GQARC
Eastern Nebraska Comunity Ofice of Retardati on (ENCOR)
Chi I dfind

Meyer Children's Rehabilitation Institute (MCRI)
Epi | epsy Council of Omaha (ECO

Nebr aska Epil epsy League

United Cerebral Pal sy of Nebraska

Visiting Nurse Association (VNA)

Boys Town Institute

Nebraska Association for Retarded Gtizens (NARC
Autism
Could Your Child Be Autistic?

Epi | epsy:

Medi cal and Soci al Managenent of the Epilepsies

Answers to the nost frequent questions people ask about epil epsy
Cerebral Pal sy:

What is Cerebral Palsy?

Cerebral Palsy - Facts and Figures

Mental Retardation:

Siblings of the Retarded

Needs of Parents of Mentally Retarded Children

The Parents of Retarded Children Speak for Thensel ves

Fl yer on book entitled..."New Directions..."

Toil et Training Your Retarded Child

Meeting the Needs of the Devel opnental ly Disabled |ndividua

Addi tional packets and publication lists of each disability are
avail abl e through the GOARC Office, 348-9220
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I NFORVATI ON SHEET TO BE POSTED Appendix 9
I N HOSPI TALS

A HANDI CAPPED BABY

There are perhaps no words to describe the shock and despair
whi ch parents feel when they learn that their baby will be handi

capped. |In years past, parents were usually advised to put their
child in an institution where they would be cut off froma norma
life. But now, we have learned that, in nost cases, the child and

the famly will be happier and the child devel op better if he grows
up in his own hone.

However, there are stresses to be worked out, hardships to face, and techniques
to learn along the way. Parents need help to learn to accept their situation
to learn where to seek professional help, and to |earn about the opportunities
for the devel opnent of their child.

An Information Packet is available fromthe Pilot Parents of the Geater Omha
Association for Retarded Citizens. It can be given to the parents at the hos-
pital by the hospital personnel. This packet contains basic literature about
handi cappi ng conditions and where to seek further information when they want it.

Pilot Parents is a service for parents of children diagnosed nentally retarded,
cerebral palsied, epileptic, or nmulti-handi capped. A parent (who is well-in-
formed and trained) can contact the parents to offer support and friendship at
a tinme when it is nost badly needed. The new parents should be asked by hos-
pital personnel if they would like this service. They can also be asked by
the Visiting Nurse Association who can call on themwhen they get hone from

the hospital

The Infant Devel opnment Program can be started when the baby is a few weeks or
nmont hs ol d (depending on the parents' wishes). It is designed to help infants
and toddlers with special needs.

These services are available for the asking. Hospital personnel are the first
to encounter the famly--please hel p them by contacting the Coordinator of the
Pil ot Parent Program at 348-9220 or your Visiting Nurse Association, Division
of Public Health Nursing Omha-Dougl as County Heal th Departnment at 342-0231
Thi s project has been endorsed by the Oraha-Dougl as County Heal th Departnent.

Pil ot Parent Program
140 South 40th Street
Omaha, NE 68131
Phone: 348-9220
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Appendix 9
POSTCARD | NCLUDED | N HOSPI TAL
PACKET FOR PARENTS

If you would like to talk to another parent of a child who has a
simlar handicap to that of your child, call Pilot Parents at
348-9220, or fill inthis card, drop it in the mail and Pil ot

Parents will contact you.

NAME
ADDRESS:
CITY, STATE
PHONE:

POSTCARD REQUEST FOR MORE
PI LOT PARENT MATERI ALS

HOSPI TAL PERSONNEL

If you would like nore Hospital Packets made available to you, please
call the Pilot Parent Coordinator at 348-9220 or drop this card in the

mai | and these additional packets will be sent to you as soon as possible.

NAME
ADDRESS:

CI TY, STATE:
PHONE:
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Appendix 10
SPOT  ANNOUNCENMENT

THE PI LOT PARENT PROGRAM
HAS TRAI NED CORPS OF PI LOT PARENTS
VWHO ARE READY
TO BEFRI END AND SHARE EXPERI ENCES
W TH NEW PARENTS COF HANDI CAPPED CHI LDREN.
PI LOT PARENTS
ARE
PARENTS "WHO HAVE BEEN THERE"
AND NOW STAND READY TO HELP OTHERS WHO NOW FACE THI S SI TUATI ON.
A PI LOT PARENT CAN BE CONTACTED BY CALLI NG PI LOT PARENTS AT TELEPHONE NUMBER

348-9220

SPOT  ANNOUNCEMENT

I TS NOT AN EASY THI NG TO BE THE PARENT OF A HANDI CAPPED CHI LD.
BUT, IT S NOT THE WORST THI NG El THER
IN FACT, | T COJLD MARK THE BEG NNI NG OF A CREATI VE FAM LY LI FE.

PI LOT PARENTS ARE PARENTS OF HANDI CAPPED CHI LDREN "WHO HAVE BEEN THERE. "
THEY NOW STAND READY TO HELP OTHER PARENTS I N THI S SI TUATI ON.

A TRAINED PI LOT PARENT CAN BE CONTACTED BY CALLI NG THE PI LOT PARENT
PROGRAM AT 348-9220.

SPOT  ANNOUNCEMENT

VWHEN PARENTS LEARN THAT THEI R SON OR DAUGHTER | S HANDI CAPPED,
THEY OFTEN NEED EXTRA HELP TO UNDERSTAND WHAT HAS HAPPENED AND WHAT

THEY CAN DO ABOUT I T.

PI LOT PARENTS ARE A GROUP OF TRAI NED PARENTS WHO ARE W LLI NG TO OFFER
EMOTI ONAL SUPPCRT, SHARE EXPERI ENCES, AND HELP A NEWPARENT FI ND SERVI CES

THEY NEED.

PI LOT PARENTS UNDERSTAND WHAT A NEW PARENT IN THI S SI TUATI ON MUST OFTEN GO
THROUGH. AND THEY ARE W LLI NG TO BE AVAI LABLE TO OTHER PARENTS IN THI S

S| TUATI ON.

A PI LOT PARENT CAN BE CONTACTED BY CALLI NG 348-9220.
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RADI O PUBLI C SERVI CE ANNOUNCEMENT
KFAB RADI O "Hel pi ng Hand"

GOARC Pil ot Parent Program

If you have just been told your child is handicapped and are
pl agued with feelings of isolation, guilt, and despair, Pilot Parents
can help. Pilot parents are parents hel pi ng parents of handi capped
children. They' ve been there. They've asked all the same questions
— "why me?" They are trained to direct you to services and give you
factual information which can help you help your |oved one. Pilot

parents listen and understand. They're your friends.

Pilot parents have |learned through this Programto cope with
their problens and are eager to | essen the burden on you. They are
not just limted to help those with nmental retardation but with

epi |l epsy, cerebral palsy, nultiple handi caps, and autism

The Pilot Parent Programis a program of the Geater Omha
Associ ation for Retarded Citizens, which is affiliated with United
Way of the Mdlands. There is no charge for the trained parent

vol unt eer.

If you are a parent who knows of soneone who has a handi capped
child, call the Pilot Parents at 348-9220, and they will get in touch
with a trained parent-volunteer who is willing to help you and be your

friend.
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RADI O PUBLI C SERVI CE ANNOUNCEMENT

KFAB RADI O "Hel pi ng Hand"
GOARC

If you are the lonely, frustrated parents of a handi capped child,
Pil ot Parents can help. Pilot parents are also parents of the handi -
capped —parents helping parents. They have experienced your despair
your fear, your frantic searching. They, too, have asked, "Wy ne?"
They are trained to direct you to agencies and resources which can help

your |loved one. Most of all, they listen and understand.

Through the Pilot Parent Program they have |learned to cope with
their own problens and are eager to help you. There is no charge for

their services.

Pilot Parents is sponsored by the Greater Omaha Associ ation for
Retarded Citizens, which is affiliated with United Way of the M dl ands.
The help offered does not stop with nental retardation. Parents are
available to talk to those who have children with epil epsy, cerebra

pal sy, nental retardation and nultiple handicaps.

If you are a parent with a disabled child, call the Pilot Parents
of fice today — 348-9220. They will pronptly put you in touch with a

trai ned parent-volunteer who has a simlar problemand can help you.
I f you know someone who needs help, tell himor her about Pilot
Parents. Pilot Parents can change despair to hope. Contact the Geater

Omaha Association for Retarded Citizens.

Thank you.
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SAMPLE NEWS RELEASE

The Pilot Parent Program sponsored by the Greater Omaha Associ a-
tion for Retarded Citizens, will be having their annual Christmas party
on Decenber 5, 1976 from 2:00-5:00 p.m at St. Paul United Methodi st
Church, Fellowship Hall (5410 Corby).

The programwi || include: a puppet show, door prizes, presents
for the children and, of course, a visit fromSanta C aus.

Ref reshnment s have been-donated by MDonal d's Restaurant.
For nmore information contact:
Patty Smith
Coordi nator, Pilot Parent Program
GOARC
(402) 348-9220

Send to: KMIV, KETV, WOAT, World-Herald,
and the Sun Newspapers.



75~

Appendix 10

SAVPLE NEWS RELEASE

The G eater Omaha Association for Retarded G tizens announced today
that the Pilot Parent Program has been awarded a three year regiona
grant fromthe Region VIl Devel opmental Disabilities Ofice in Kansas
City, Mssouri beginnng Cctober 1, 1977.

According to Patty Smith, Coordinator of the Program "the Pil ot
Parent Programw || be serving the four states of |owa, Kansas, M ssouri,
and Nebraska. We will be developing ten sites within the first year in
this four state area using the Omha Programas a nodel. Pilot parents
are veteran parents of devel opnentally disabled children who have taken
training to help newy diagnosed, newy identified parents of devel op-
ment al disabled children."” The devel opnental disabilities include
epi l epsy, autism cerebral palsy, and nental retardation

The program may be reached at 3212 Dodge, Omaha, Nebraska 68131,
(402) 348-9220.
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SAMPLE LI ST OF NEWS
RELEASE ADDRESSEES

Rel ease sent to:

KETV, KMIV, WOAT

KFAB, KOOO, WOW KO L, KRCB, KYNN and KOMH radi o stations
Sun Newspapers, World-Herald, UPI, APl wire services

Li ncol n Journal, Lincoln Star newspapers

C. B. Non-Pareil Newspaper

Nebraska Education News in Lincoln

UNO Speci al Educati on Newsl etter

Al Regional OMR Ofices (including ENCOR s Kathy Herro-Nahas)
State OWR O fice (Arnold Carnel)

State Departnent of Vocational Rehabilitation

State Department of Special Education

Nati onal Association for Retarded Citizens

M dl ands Information and Referral of Nebraska

Any Bennet - C A Program - Kearney State Coll ege

Birth Defects Prevention Program

C A Services, Inc. (Gand Island)

Nati onal Association for Autistic Citizens, c/o Nancy Heller
Epi | epsy Council of Qmaha

NE Epil epsy League

United Cerebral Pal sy

CARC - Betty Younkin C A Program

Easter Seals Society

NebARC
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Pl LOT PARENT SLI DE/ TAPE NARRATI VE

" CRON NG TOGETHER!

The big question —the one that made it so hard for us when Chris

was born—was: what was going to happen to hinP = = . .

It's easy to see now that what will happen to Chris will be the re-
sult of what we, our famly, does with Chris, for him and how nuch we
let himlearn on his owm. In other words, it's up to us. In nany ways,
we're lucky. Chris is learning to do so many things, and Don and | are

elated with him There's no other word for it.

Five years ago was a different matter. There is sinply no easy way
for a nother to hear "I'msorry, your child is not normal." It was a
devastating shock for us, and for awhile, taking care of Chris was |ike
a nightmare. W felt like we were an island with no contact with the

out si de worl d.

Then | nmet the Shafers, and that changed everything for us. | saw
Lila on TV tal king about Pilot Parents so | sinply called her up and we
nmet. Just seeing Kevin, who is a Down's Syndrone child like Chris, was
an overwhel mi ng experience. M whole view of Chris had been negative—
I'd been imagining all the things he couldn't do—and because of Kevin,
seeing himtalk, run, look at books, it all becane positive. Suddenly

| becane aware of what Chris could do, and that shift in our perspective

made all the difference for us.

Don and | know that Chris has |im ts—you never forget them-but we
see his achievenents, his potential. He is doing sone beautiful things at
the Montessori School. He even reads, and that astounds us. And he runs

and tackles and tunbles just like any other little boy.
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Having Lila and Don as pilot parents hel ped us trenendously in our
attitudes toward Chris. Since then, Don and | have become pilot parents
and | think we've grown trenendously fromit. | think every parent of a
handi capped child ought to have that kind of opportunity—to help other
people raise their child better, and to enrich ourselves from know ng

peopl e with experiences and feelings simlar to our own.

The best part of the Pilot Parent Programis the people; interest-
i ng peopl e, warmpeople who want to believe and who do believe that rais-

ing a handi capped child the best way possible is very inportant.

VWhat binds us together is our interest and shared concern for our
children. \Wen you neet sonmeone that you know has worried about their
child just as you have, and whomyou know wants himto grow up and live
on his own in the world, just like you have wi shed for your child, it's

easy to find a common ground for friendship

Every pilot parent goes through training, eight two-hour sessions,
before they begin to pilot a new parent. Mst parents know a great dea

about their child, but not a great deal about the ideas and concepts be-

hind a system of services that helps many children with different needs.
If one is going to help a bewildered parent find services and help for
their child, a pilot parent has to understand the system services as a
whol e and the ideas behind it. Training is a really good experience

and an opportunity to nmeet people who are hel pful and know edgeabl e.
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Pilot Parents pronotes a lot of activities that bring the sane people
together, and that is part of the reason for its success. There's a sum
mer picnic and ice cream social, a Christnas party—events where both par-
ents and kids can enjoy thensel ves and neet one another. There are sev-
eral wine and cheese parties in the course of the year. Parents attend
mont hly growt h groups where, over coffee and donuts and the noise of the
kids, they talk over their setbacks and successes in parenting. Pilot

Parents is fun, friendship, and learning all tied up together

So how do | feel after three years of being in Pilot Parents? En-
riched. Happy because |'ve had a chance to help sone people adjust to
the chall enge of raising a handicapped child. Happy because | think
that Don and | are better parents to Chris. | never woul d have thought
four and a half or five years ago that |I'd be so proud of Chris and so
pl eased with his devel opnent, but | am and Pilot Parents has hel ped to

get nme there.
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The Pilot Parent nmessage very sinply is to love and enjoy your child,
and treat himor her as a growi ng and |earning person regardless of his or
her handi cap. Everyone says, "Accept your child' s handicap,” but really,
accepting the handi cap neans al nost forgetting about it, and enjoying the
child just as he or she is. That doesn't nmean not to teach a handi capped
child; a fanily should include the handi capped child in all |earning oppor-
tunities. Wth the right encouragenment, a handicapped child will learn

sone renarkabl e things.

An attitude like that frees parents fromworry and guilt and really
enabl es themto encourage their child to develop and learn. Kevin, Lila's
son, is a good exanple. Born with Down's Syndrome, Kevin now attends

Mont essori School, is curious, and is |earning so many things

Jane is another exanple of how parental encouragenment and determn na-
tion to treat their child normally can pay off. Jane attends preschoo
with non-retarded children, and like so many handi capped children in
integrated settings, is accepted beautifully by the other children and

learns a great deal fromthem

Every parent can learn fromother parents. The beauty of Pilot Par-
ents is that it brings people together to |learn fromeach other, to discuss
our children and how they' re doing or sinply to be a friend. Raising a handi-
capped child intimdates many parents, but when you can see and know parents
who' ve done so well, it gives you the courage to do what you want to do:
rai se your child, whatever his handicap. It really is courage that other
parents communicate to you—the courage to admit that their child is han-
di capped. The courage to love the child for what he is, the courage to
let himlearn at his own pace without rejecting him That quality really

comes through fromthe people I know in Pilot Parents.
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It is advisable to have duplicate sets of records. |If there are two
assi gnnent persons they will each have a set of. records to permt cross
checking. |If a staff person is doing the assigning, a detailed Ilist
in addition to the cards used to obtain the information at the tinme
of referral, provides a neans of cross checking, thus elimnating a

chance for onmitting or losing a referral

Publicity - Publicity Chairperson
Appendi x 2 and 3.

Records on all facets of publicity to pronote the Program should be kept.
The followi ng should be noted:
1. agencies contacted and contact person; who the contact person is;

2. social and professional persons, agencies contacted and nateri al

sent, material used;
3. nedia contacted—V, radio, newspapers —slide/tape presentations

4. nunber of requests for presentations—dates and | ocations, which

pil ot parents gave presentations;

5. requests for infornation regarding the operaton of the Program

dates, materials sent, |local, state, national or international

6. contacting state fairs, local conventions, listing contact persons;

etc.

This information indicates the growh of the Program and also provides

val uabl e assistance to future publicity chairpersons.
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SAMPLE RECORDS

M nutes of Meetings - Secretary

The minutes of all neetings—Steering Conmittee, nmonthly nmeetings, or any
speci al meetings—should indicate all decisions of each group, for future
reference. The secretary should send copies of the mnutes to each person
on the steering commttee, each of the pilot parents and the Executive

Director of sponsoring agency.

Social Events - Social Events Chairperson

These records should include a report on all social activities of the Pil ot
Par ent group:

1. the nunber of coffees, parties, picnics, etc.,

2. whether they were for pilot parents only or piloted parents al so,

3 | ocation and date,

4. the kind of refreshments served,

5. who provided themand cost, if any,

6 in the case of picnics, Christnmas party, etc., if prizes were

gi ven, the compani es who donated them and the person to contact.

This information is invaluable in assisting the succeedi ng chairperson of

this committee to performhis or her duties.

Referrals - Referral Chairperson

The referral records are nost inportant and should indicate:

1. nunber of referrals received;
2. date received;

3. name of parents (famly);

4. name of child;

5. age of child;

6. pilot parent(s) assigned;

7. types of handi caps served;

8. source of referral;

9. followup by pilot parent(s).
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Trai ni ng Sessi ons and Reports, Chairperson(s)

The chairperson maintains all remaining records. These records pertain
to the recruiting and screening of prospective pilot parents; the train-
ing sessions, speakers, materials used in training, attendance at the

trai ning sessions and the number of trained pilot parents. In addition

the chairperson maintains these records:

1. titles of panphlets and materials used in training; a list of mater-

ials available and sources of supply;

2. training schedul e and nanmes of guest speakers and agencies represented

3. the nanes of possible pilot parents, and the person recommendi ng them

4. the nanes and addresses of those parents invited to become pilot par-

ents;

5. all applications received fromparents applying to be pilot parents;

6. the results of screening the applicants;

7. the attendance for the training sessions;

8. the nanes and addresses of all trained pilot parents; the numnber
of parents having taken the training; active pilot parents and

i nactive pilot parents;

9. the nanmes, addresses and agency represented, of all professionals,

students, etc., who have audited the Pilot Parent training.
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Pl LOT PARENT TRAI NI NG
Cctober 3 - Novenber 21

Monday, October 3, 1977
Oientation of the Pilot Parent Program - Co-Founders:
Fran Porter, Shirley Dean
Coor di nat or:
Patty Smith
Pilot Parents

Monday, Cctober 10, 1977
Film "Oy Sorrow, Cy Hope"
Psychiatrist's View of Pilot Parents - Video tape with:
Dr. Frank Menol asci no,
Associate Director of NPI

Monday, Cctober 17, 1977
An Overview of Autism - Joe and G nny Friend
A Look at the Boys Town Institute - M ke Wiss
Child Find of Nebraska - Cy Leise

Monday, Cctober 24, 1977
Normalization - "A Walk Through PASS' - TomM ||l er, Executive
Di rector of GOARC
I ntroduction to Operation Confort - Ron & Kathleen Sorenson

Monday, October 31, 1977
HAPPY HALLOAEEN!  Stay hone with the children night.

Monday, Novenber 7, 1977
Panel Discussion - NE Epil epsy League, Helen Schaefer, Information and

Referral Oficer & Mary Donlin,

Public Rel ations
Cerebral Pal sy of NE, Dick Galusha, UCP Speakers
Bur eau
Easter Seals Society, Mary Jo Wllians, Director
of Care & Treatnent

Monday, Novenber 14, 1977
Community Services - Visiting Nurses Assoc., Jane Sherratt, Nurse
Speci al i st

Eastern Nebraska Conmunity O fice of Retardation
(ENCOR), Kevin Casey, Director
Meyer Children's Rehabilitation Institute, -
Dr. Cordelia Robinson, Director of Infant
Stinmul ati on Program

Monday, Novenber 21, 1977
Wne and Cheese Party - Special Cuest, Dr. Frank Menol ascino
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Pil ot Parents: FEducational Materials
Used in Training Sessions

Pilot Parents

Pil ot Parent Training Session Schedule, GOARC, 3212 Dodge, Oraha, NE 68131

Pil ot Parent Brochure, GOARC, 3212 Dodge, Omaha, NE 68131

The GOARC Pil ot Parent Program GOARC, 3212 Dodge, Omaha, NE 68131

"Needs of Parents of Mentally Retarded Children”
by Ms. Max A. Murray, available fromNARC, 2709 Ave. E East,
P.O Box 6109, Arlington, Texas 76011

"The Three Stages in the Gowh of a Parent of a Mentally Retarded Child"
by Dan Boyd, avail able from NARC

"The Parents of Retarded Children Speak for Thensel ves"
by Charlotte H Waskowitz, available from NARC

New Directions For Parents of Persons Wo Are Retarded,
by Robert and Martha Perske, paperback, Abingdon Press, $1.95
avai |l abl e at GOARC, 3212 Dodge, Omaha, NE 68131

Film "Cvy Sorrow, Oy Hope" by Penn. ARC

Ment al Retardation
"Into the Light of Learning" by NARC
"NARC: A Phil osophy in Action" by NARC
Nebraska ARC Brochure, NebARC, 3100 N. 14, Lincoln, NE 68508
GOARC Brochure

Epi | epsy

"Because You Are My Friend", Epilepsy Foundation of America, available
by Nebraska Epil epsy League, 7171 Mercy Road, Omaha, NE 68106

"Answers to the nost frequent questions peopl e ask about Epil epsy",
Epi | epsy Foundation of America, available by Nebraska Epil epsy
League

"An Inside Look...", Epilepsy Foundation of Anerica, courtesy Medica
dinic Pharmacy, Palo Alto, Calif.

"Facts and Fi gures", available by Nebraska Epil epsy League

"Medi cal and Social Managenent of the Epilipsies", available from
Nebr aska Epil epsy League

Cerebral Pal sy

"Cerebral Pal sy Hope Through Research", U.S. Departnent of Health,
Education and Wel fare, Washi ngton, D.C

"What is Cerebral Palsy", United Cerebral Pal sy Associations, Inc.,
United Cerebral Pal sy Association, 66 East 34th, New York,
N. Y. 10016

"Cerebral Pal sy, Wat you should know about it", available fromUnited
Cerebral Pal sy, 4665 Leavenworth, Onaha, NE 68106

"Cerebral Palsy - Facts and Figures", United Cerebral Pal sy Associ a-
tions, Inc.

Easter Sea
Easter Seal's Canp Kiwanis, Nebraska Easter Seal Society, 12177 Pacific
P.O Box 14204, Wst Onaha Station, Omaha, NE 68114
"Once Upon A Bicycle", National Easter Seal Society
"Toward a Better Life", National Easter Seal Society
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Nor mal i zati on
New Directions for Parents of Persons Who Are Retarded by Robert
Per ke, paperback, Abingdon Press, $1.95
"Dehumani zation vs. Dignity" by Mnnesota Departnent of Public
Wel fare, Reprinted by NARC
"Dignity of Risk and the Mentally Retarded" by Robert Perske,
avai | abl e from NARC

Community Services

ENCCR

Visiting Nurse Association Brochure, Division of Public Health Nursing,
Omaha- Dougl as County Heal th Departnment, 1201 S. 42nd Omaha, NE 68105,
or from GOARC, 3212 Dodge, Omaha, NE 68131

Meyer Children's Rehabilitation Institute Brochure

Infant Stinulation Program Meyer Children's Rehabilitation Institute

Service Index of community services available to nentally retarded people

Packet of educational materals for new parents

Eval uation of Pilot Parent Training
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Pil ot Parents: Educational Materials for New Parents

Information for Families about Mental Retardation
"On Being A Parent...of a handicapped child" by Benjam n Spock, M D.,
avai l able from Nati onal Easter Seal Society for Cippled Children
and Adul ts, 2023 West Ogden Avenue, Chicago, Illinois 60612

"Siblings of the Retarded" by Schrei ber and Feel ey, available from
Nati onal Assoc. for Retarded Citizens, 2709 Avenue E East,
Arlington, Texas 76011

"Mental Retardation" by Siegried A. Centerwall, MD. and Wllard R

Centerwall, M D., available fromDepartnment of Pediatrics,
School of Medicine, Lona Linda University, Loma Linda, Califor-
nia 92354

"Primer for Parents of a Mentally Retarded Child" by Elizabeth M
Stabl er, available fromNational Assoc. for Retarded Citizens,
2709 Avenue E East, Arlington, Texas 76011

"Into the Light of Learning" by National Assoc. for Retarded Citi-
zens, available fromNARC, 2709 Avenue E East, Arlington,
Texas 76011

"Your Down's Syndrone Child" by David Pitt, MD., available from
Nati onal Assoc. for Retarded Citizens, 2709 Avenue E East,
Arlington, Texas 76011

"Needs of Parents of Mentally Retarded Children" by Ms. Max A Mirray,
avai l able fromNational Assoc. for Retarded Citizens, 2709 Avenue
E East, Arlington, Texas 76011

Epi | epsy
"Because you are My Friend," Epilepsy Foundation of Anerica, available
by Nebraska Epil epsy League, 7171 Mercy Road, Omaha, NE 68106

"Answers to the nost frequent questions people ask about epilepsy,"
Epi | epsy Foundation of Anmerica, available from Nebraska Epil epsy

League

"An I nside Look", Epil epsy Foundaton of Anerica, courtesy Medica
CAinic Pharmacy, Palo Alto, Calif., avail able Nebraska Epil epsy
League

"Facts and Figures," avail able by Nebraska Epil epsy League
"Medi cal and Social Managerment of the Epil epsies," available from
Nebr aska Epil epsy League, 7171 Mercy Road, Ommha, NE 68106

Cerebral Pal sy
"Cerebral Pal sy Hope Through Research," U.S. Departnent of Health,
Educati on and Wl fare
"What is Cerebral Palsy," United Cerebral Pal sy Association, Inc.
"Cerebral Pal sy what you should know about it," available from
United Cerebral Pal sy, 4665 Leavenworth, Omaha, NE 68106
"Cerebral Palsy - Facts and Figures," United Cerebral Palsy Assoc.,

I nc.
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Easter Seal
Easter Seal's Canp Kiwani s, Nebraska Easter Seal Society
"Once Upon A Bicycle,"” National Easter Seal Society
"Toward a Better Life," National Easter Seal Society

Devel opnental Ti ps
"Toilet Training Your Retarded Child" by Molly C. Corelick, Ed. D.,
avai l abl e fromNati onal Assoc. for Retarded Citizens, 2709 Avenue
E. East, Arlington, Texas 76011

"A Hel pful CQuide in the Training of a Mentally Retarded Child" by
Virginia State Departnment of Health Bureau of Child Health,
avail able from National Association for Retarded Citizens,
2709 Avenue E East, Arlington, Texas 76011

"Make the Most of Your Baby" by June Mather, available fromNational
Associ ation for Retarded Citizens, 2709 Avenue E East, Arling-
ton, Texas 76011

Sonme Servi ces
"School Conmes Hone" by Greater Oraha Association for Retarded Citizens,
avai |l abl e al so from GOARC, 3212 Dodge, Omaha, Ne 68131

"QGOARC Lendi ng Library" by GOARC, GOARC, 3212 Dodge, Omrmha, NE 68131

"Eastern Nebraska Community O fice of Retardation" by ENCOR,
885 So. 72nd St., Ommha, NE 68114

Parent G oup Activities
The GOARC Gazette, by GOARC, avail able from GOARC, 3212 Dodge, Omaha,
NE 68131

"What |s This ENCOR/ GOARC Partnershi p?" by GOARC, avail able from GOARC,
3212 Dodge, Ommha, NE 68131

GOARC Brochure, by GOARC, available from GOARC, 3212 Dodge, Ommha, NE
68131

Pil ot Parent Brochure, by GOARC, available from GOARC, 3212 Dodge,
Omaha, NE 68131

Nebraska Epil epsy League Brochure, available fromthe Epilepsy League,
7171 Mercy Road, Omamha, NE 68106

United Cerebral Palsy Application, available fromUnited Cerebral
Pal sy, 4665 Leavenworth, Omaha, NE 68106
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Pl LOT PARENTS DEFI NED

(First Published in the NebARC Focus, Septenber, 1974)

A pilot parent is one veteran parent "being with" and "talking wth"
a new parent of a retarded child (Tal king, show ng concern, com
paring notes, trading information, sharing with each other the things
they are doing).

A pilot parent contact is not formal counseling, a clinical visiting
nor formal casework.

A pilot parent visits with and advi ses another parent as only another
parent can do it.

A pilot parent visit should be no great big deal. It should be |ow
key, casual and friendly.

A pilot parent never pushes hinself on another. He and/or she nerely
makes thensel ves avail abl e.

A pilot parent faces the fact that he or she may not be hel pful. Sone
new parents are not ready for help. No one can make them ready.

A pilot parent develops a skill of waiting and being avail able. Wen
the new parent is ready, the pilot parent is ready to appear.

A pilot parent never lets hinself beconme obnoxi ous. He or she becones
sensitive and understandi ng of how nuch a new parent can take.

A pilot parent is regular in his or her contacts. Not too many. Not
too few.

A pilot parent uses the right nedia at the right tine, (i.e., brief
visit, longer visit, brief phone call, |onger phone call, according
to the needs and accessibility of the new parent).

A pilot parent does not overload the new parent with reading materi al
He or she finds the right piece at the right tine.

BASI CALLY, A PILOT PARENT IS ONE WHO MERELY PO NTS THE WAYS THAT A NEW
PARENT OF A DEVELOPMENTALLY DI SABLED CHI LD CAN GO UNTIL THE PARENT 1S
ON HI S WAY. (Li ke the harbor pilot who helps the captain to guide his
ship out of the harbor. He points out all danger spots in the harbor
When the ship noves into the open sea on course, the pilot |eaves the

ship.)
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GUI DELI NES FOR PI LOT PARENTS
(First Published in the NebARC Focus, Septenber, 1974)

Listen to the new parents first, find out what their fears and ques-
tions are. Talk over the problens of retardation, relating your ex-
periences w th your own child.

Point out that mental retardation is a handicapped condition
resulting frommany different causes, which has as its nost
comon characteristic a slowness in learning. Retarded
children have all the same physical and enotional needs of
normal children, but have the additional need of special help
to overcome the difficulty in learning. Often, mnor physica
handi caps, which add to the learning disability, may respond to
treatment, resulting in an increase in functional |evel. For
this reason, there is a real need for obtaining a detailed

medi cal eval uation

We still have nuch to learn about the nentally retarded. But don't
build fal se hopes about ultinmate achi evenents. Just say, we don't
know all the answers, that is why we parents are all working with
professionals to try to find as many of the answers as we can.

The degree of retardati on—+npossible to deternine at birth—
will to a large extent determine the child' s future |evel of
growt h and devel opnent. The general purpose of carefu

pl anning for the future of a retarded child through the
varied services available is not to reach any one goal, but

to help the individual attain his full capacities and poten-
tials, whatever they nmay be.

Tell about the variety of comunity services. Not reconmended for
first visit.

Ofer to discuss retardation with other nenbers of the famly as
wel | .

Specifically, grandparents are often nost upset and concerned
by the birth of a retarded child. You nay be able to ease the
situation by hel ping themto understand the problem too.

Invite parents to visit your hone and neet your child and fanmily..
if appropriate.
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FI LM5 FOR PI LOT PARENT PROGRAM USE Appendix 17

Where to obtain film "Cvy Sorrow, Cry Hope" (16 mm 58 m nutes)

To buy: Pi tt sburgh Broadcasting Conpany
4802 - 5th Ave.
Pittsburgh, PA 15213

To rent: The Pilot Parent Program
3212 Dodge Street
Omaha, NE 68131
(402) 348-9220

The University of Texas at Dallas

Callier Center for Comrunication Disorders
1966 | nwood Road

Dal | as, Texas 75235

(c/o South Central Regional Center)

O her filns avail abl e:

Epi | epsy
"I mages of Epil epsy" (self-awareness)
3 students - ( 8 year old, early detention)
(13 year old, psycho notor)
(17 year old, grand nmal resentnent)
Avai | abl e through: Nebraska Epil epsy League, Inc.
7171 Mercy Road, Suite 129
Omaha, NE 68106

Cer ebral Pal sy
"Sonething Different"”
Avai l abl e through: United Cerebral Palsy of Nebraska
P. 0. Box 80103
Li ncol n, NE 68501
(402) 466-8302
c/o Richard Galusha (978-7394)

Devel opnental Disabilities
"l See You As A Person"
Avai | abl e through: Easter Seal Society for Crippled Children and

Adul ts of Nebraka
12177 Pacific
P. 0. Box 14204 - West QOmha Station
Omaha, NE 68114
(402) 333-9306

Auti sm
"Bobby" (16 mm)
Avai l abl e through: Information and Referral Services

NSAC
306 - 31st Street
Hunti ngton, West Virginia 25702
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NORMALI| ZATI ON Appendix 18

The principle of normalization is part of the basic philosophy of
the Pilot Parent Program and is a major subject for the training program

The following is a definition and explanation of this philosophy
as can be found in the book The Principle of Normalization in Human
Services, Wl f Wl fensberger, National Institute on Mental Retardation,
Toront o, Canada, 1972.

Dr. Wolf Wbl fensberger defines normalization as "Utilization of nmeans
which are as culturally normative as possible, in order to establish and/or
mai ntai n personal behaviors and characteristics which are as culturally
normative as possible."

This principle "...inplies both a process and a goal, although it does
not necessarily inply a prom se that a person who is being subjected to nor-
mal i zi ng measures and processes will remain or become nornmal. It does inply
that in as many aspects of a person's functioning as possible, the human
manager will aspire to elicit and maintain behaviors and appearances that
come as close to being normative as circumstances and the person's behavioral
potential permt; and that great stress is placed upon the fact that sone
human management means will be preferable to others. | ndeed, sometinmes a
techni que of less inmmediate potency may be preferable to a more potent one,
because the latter may reinforce the perceived deviance of the person, and
may be nore debilitating than normalizing in the long run."

"The normalization principle as stated is deceptively sinple. Many
individuals will agree to it whol eheartedly while |acking awareness of even
the most i mmediate and maj or corollaries and inplications. I ndeed, many
human managers endorse the principle readily while engaging in practices
quite opposed to it—without being aware of this discordance until the
inplications are spelled out. Then a manager may find hinmself in a very
pai nful dilemma, endorsing simultaneously a principle, as well as practices
opposed to it." Some of the major corrollaries and inplications of the
normalization principle are elaborated in the table bel ow.
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Nornal i zaton means. . . A normal rhythmof the day. You get out of bed in
the norning, even if you are profoundly retarded and physically handi capped
you get dressed, and |eave the house for school or work, you don't stay
home, in the norning you anticipate events, in the evening you think back
on what you have acconplished; the day is not a nonotonous 24 hours with
every mnute endl ess.

You eat at normal tines of the day and in a normal fashion; not just with
a spoon, unless you are an infant; not in bed, but at a table; not early
in the afternoon for the conveni ence of the staff.

Nornal i zaton means. . . A normal rhythmof the week. You live in one
pl ace, go to work in another, and participate in leisure activities in
yet another. You anticipate leisure activities on weekends, and | ook
forward to getting back to school or work on Monday.

Nornal i zation neans. . . A normal rhythmof the year. A vacation to break
the routines of the year. Seasonal changes bring with thema variety of
types of food, work, cultural events, sports, leisure activities. Just
think...we thrive on these seasonal changes!

Nor mal i zation neans. . . Normal devel opnental experiences of the newlife
cycl es.

In chil dhood, children, but not adults, go to sumer canps. |n adol escence,
one is interested in groonm ng, hairstyles, nusic, boyfriends, and girl-
friends. |In adulthood, life is filled with work and responsibilities. In

old age, one has nmenories to | ook back on, and can enjoy the w sdom of
experi ence.

Normal i zati on means. . . Having a range of choices, wi shes, and desires
respected and considered. Adults have the freedomto deci de where they
would like to Iive, what kind of job they would like to have, and can
best perform \Wether they would prefer to go bowing with a group,
instead of staying home to watch television

Nornmalization means. . . Living in a world nade of two sexes. Children
and adults both develop relationships with menbers of the opposite sex.
Teenagers becone interested in having boyfriends and girlfriends, and
adults may fall in love, and decide to narry.

Normal i zati on nmeans. . . The right to normal econom c standards. All of
us have basic financial privileges, and responsibilities. Are able to
take advantage of conpensatory econom c security neans, such as child

al l onwances, old age pensions and m ni numwage regul ati ons. W shoul d
have noney to deci de how to spend; on person |luxuries, or necessities.

Nornal i zation neans. . . Living in normal housing in a normal nei ghborhood.
Not in a large facility with 20, 60 or 100 other people because you are
retarded, and not isolated fromthe rest of the conmmunity. Normal |oca-
tions and nornal size homes will give residents better opportunities for
successful integration with their communities.

Bengt Nirje
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NORMALIZATION {(continued)

Levels of action

Appendix 18

Dimensions of action

Interaction

Interpretation

Primary and
intermediate
social systems

Eliciting, shaping, and

maintaining normative skills

and habits in persons by
working indirectly through
their primary and interme-

diate social systems, such as

family, classroom, school,

work setting, service agency,

and neighborhood

Shaping, presenting, and
interpreting intermediate
social systems surrounding
a person or consisting of
target persons so that
these systems, as well as
the persons in them, and
perceived as culturally
normative as possible

Societal
systems

Eliciting, shaping, and
maintaining normative
behavicr in persons by
appropriate shaping of
large societal social sys-

tems, and structures such as
entire school systems, laws,

and government

Shaping cultural values
attitudes, and stereotypes
s0 as to elicit maximal
feasible cultural accep-
tance of differences
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